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ASSISTED LIVING: EXAMINING THE ASSISTED
LIVING WORKGROUP FINAL REPORT

TUESDAY, APRIL 29, 2003

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,
Washington, DC.

The committee convened, pursuant to notice, at 10:02 a.m., in
room SD-628, Dirksen Senate Office Building, Hon. Larry Craig
(chairman of the committee) presiding.

Present: Senators Craig, Breaux, and Wyden.

OPENING STATEMENT OF SENATOR LARRY CRAIG, CHAIRMAN

The CHAIRMAN. Good morning, everyone. Let me convene the
Senate Special Committee on Aging. Thank you for attending this
hearing this morning.

Two years ago, this committee held a hearing to gain a better un-
derstanding of the emerging industry of assisted living. We learned
that there are over 30,000 assisted living facilities nationwide,
housing nearly one million people, and that such facilities are not
regulated at the Federal level. Instead, individual States are
responsible for oversight and are free to govern without Federal
mandates.

However, we have seen a great disparity of care given by assisted
living facilities around the country. These facilities in some States
are exemplary in providing appropriate quality care for their resi-
dents, while in other States, such facilities are clearly handling
more than they are probably capable of doing.

Because of the need for uniform guidance in rendering
appropriate and competent care, the Special Committee on Aging
charged consumers and industry groups within the assisted living
community to come together and develop recommendations de-
signed to provide uniform models of best practices to ensure more
consistent quality in assisted living facilities nationwide and to
provide consumers with sufficient and useful information.

In the fall of 2001, the Assisted Living Workgroup, known as
ALW, was formed with nearly 50 member organizations rep-
resenting providers, consumers, long-term care professionals, regu-
lators, and accrediting bodies. Our primary directive for this group
was to be inclusive and our expectation was that model rules for
assisted living care would be achieved. We have discovered dif-
ficulty.

The committee recognizes that a great deal of time and monu-
mental effort went into the final product. We appreciate that each
recommendation was clearly put through a thoughtful, thorough
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process with the welcoming of divergent views. We commend the
ALW on its effort to provide a comprehensive list of recommenda-
tions for assisted living facilities. We also appreciate the effort to
bring about consensus and hope this product will be helpful to con-
sumers and the industry alike.

Having said that, I feel much more needs to be done. This report
does not present a uniform set of model rules and regulations for
the rendering of health care services in the assisted living context.
However, it demonstrates the diversity of opinion and what needs
to be done. Accordingly, it is a most important and valuable step
in the further study of this important quest for uniform guidance.

Today, we plan to examine the Assisted Living Workgroup final
report and focus on the process in which the report was developed,
the benefits and the shortfalls of the report, and how the report
can best be used in the future. We will be hearing from industry
and consumer groups that were involved within the ALW.

Our first witness is Stephen McConnell, a Vice President of
Advocacy and Public Policy with the Alzheimer’s Association.

Our next witness is Dan Madsen, President and CEO of Leisure
Care, Inc., a member of the American Seniors Housing Association.
Both of these witnesses are members of ALW and were involved in
developing the report.

We will also hear from an outside expert observer who was not
involved in the ALW. We hope he can provide us with an objective
opinion of the report. Bob Mollica is a Senior Program Director for
the National Academy for State Health Policy.

Before I turn to our witnesses, let me turn to my colleague, the
ranking member here on the committee, Senator John Breaux of
Louisiana. John.

OPENING STATEMENT OF SENATOR JOHN BREAUX

Senator BREAUX. Thank you very much, Mr. Chairman. Welcome
back. We have a great deal to do and we are delighted to have this
hearing today.

It was back in August 1999, as you stated, that the Aging Com-
mittee asked the assisted living community to do something that
had never been asked for before in the area of health care, and that
is to come up with recommendations themselves as to how quality
health care can be guaranteed in the assisted living area.

What they have come up with, indeed, is a lot more than many
of us actually expected. It is over 380 pages of really substantive
recommendations and discussions about how the entire area of
health care and our assisted living facilities are going to be man-
aged and handled. Indeed, I think that the given length and the
substance and the time that went into this report all of the people
who have been involved in this process are to be commended. They
did a terrific job.

We were not necessarily, when we made the request, seeking
some type of a unanimous recommendation, knowing that that was
not going to be possible the way it was structured, but to try and
come up with something that could pass at least a two-thirds rec-
ommendation, and that is what we have today. There is a lot of
substance in this report. Each one of the votes that were taken
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really were taken with a sense of trying to find out the best rec-
ommendation that could possibly be put together.

I said this was a unique and a new way of doing business. Most
times, the Federal Government just says, all right, here are the
regulations, go follow them, and we dictate from Washington. As a
result, in some programs like Medicare, we have 133,000 pages of
rules and recommendations, three times more than the Internal
Revenue Code.

This was unique in the sense that we said, “All right, we want
the people who are involved in running the facilities to sit down
with those people who utilize the facilities,” and we involved dif-
ferent organizations and groups that represent the various inter-
ests of assisted living facilities. So for the first time, we actually
have those who own and run the facilities talking with those who
utilize the facilities. I think this process was very, very unique. It
was different from what we had done in the past, and hopefully
this could be sort of an imprimatur type of process for how we
ought to consider doing things in the future when we bring various
groups together to create health care policy.

As the chairman has pointed out, the regulations dealing with
assisted living facilities are almost entirely State regulations.
There are huge differences in the type of rules and regulations. It
is hard to know what the rules are until you get out a geography
map and figure out what they are. That is obviously not the right
way to set up rules and standards, by a geography book, but rather
by what is best for the people who utilize the services.

In my own State of Louisiana, I think the type of recommenda-
tions developed by the ALW could be helpful and important to-
wards developing some type of basic rules and regulations on a
State level.

There are a few organizations, I think, that need to be men-
tioned. There were some 13 organizations who acted as the steering
committee and they are to be thanked for their time and their
effort and their commitment. This was not an easy task. If it had
been easy, we would not have had to do it.

The Consumer Consortium on Assisted Living and the American
Association of Homes and Services, deserve a nod for their work as
co-chairs of the working group and the latter group for hosting the
nieetings and coordinating the workgroup website which is now in
place.

Additionally, the National Center for Assisted Living provided
the resources, which we thank them for, for the creation of this
written product. Indeed, a thank you to everyone who served on
the panels.

This is not the end of the process. I think it is rather the begin-
ning of the process. But now we have some documents that have
substance behind them. They have clarity and they have support
from both the users and the providers, which I think is what is so
unique. This is not a dictate from Washington but rather a rec-
ommendation from the people who are truly to be affected by what
happens. So we thank them very much for their performance. It
was a job very well done. Thank you.

The CHAIRMAN. John, thank you for that comprehensive state-
ment. As both Senator Breaux and I know, the difference between
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a rural community in Louisiana and Idaho, where there may be a
facility that houses four, or five, or six, versus a large urban setting
are a world apart often. While we believe that consistent and high-
quality care needs to be delivered in both settings, at the same
time, we recognize clearly the difference.

With the witnesses we have today and the work that our staff
will do in reviewing this, I have already contemplated with my
staff the possibility, Senator, of doing a white paper to put on top
of this for the public and for the professional provider community
as a whole to consume in an effort at the State levels, I would
hope, to continue to work to build this kind of consistency, and I
thank you for recognizing those who were largely responsible for
keeping the group together and causing it to function.

So now if we would ask our witnesses to come forward, I want
to thank them again for their time this morning. Stephen
McConnell, Vice President for Advocacy and Public Policy, Alz-
heimer’s Association of Washington, DC. Stephen, we will let you
start. Thank you, Stephen.

STATEMENT OF STEPHEN McCONNELL, VICE PRESIDENT FOR
ADVOCACY AND PUBLIC POLICY, ALZHEIMER’S ASSOCIA-
TION, WASHINGTON, DC

Mr. McCONNELL. Mr. Chairman, Senator Breaux, thank you for
inviting the Alzheimer’s Association to testify this morning. Thank
you especially for shining a light on this very important issue.

I am humbled by the invitation and hope I don’t humiliate my-
self here today. There are many knowledgeable people, as both of
you have pointed out, that have been involved in this process.
Many of them are in the room behind me, and it is important that
we acknowledge them, as you have.

Perhaps we are testifying because the majority of people within
assisted living facilities have some form of dementia. Perhaps we
are testifying because we were among the more moderate views in
the group. Perhaps we are testifying because our organization’s
name begins with the first letter of the alphabet. [Laughter.]

But nonetheless, we are very pleased to be here.

We are not any more right on this issue than any of the other
stakeholders that were involved in the process and that is perhaps
the essence of the success and the failures of this undertaking.

I would like to make four points. First, to ask a question, did the
process succeed? More specifically, did it create a single definition?
No. Did it achieve consensus on all the recommendations? No. Did
it develop an exact blueprint for the States and the Federal Gov-
ernment? No. Did it answer all the right questions? No. But was
it an honest process? Was it a good faith effort by all the organiza-
tions involved? That is an unqualified yes. Does it produce useful
recommendations that address many of the key issues? It does. Is
it a good resource document to guide States and the Federal Gov-
ernment as they move forward? Yes. Will it inch us forward toward
better care? We believe it will.

In some ways, this document is a bit like Los Angeles. If you try
to relate to it as a whole, it is impossible, full of contradictions. But
if you connect to the individual communities, the individual rec-
ommendations, there is a lot there and it makes much more sense.
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Perhaps this document is the best that could be achieved given
that there wasn’t a specific legislative outcome tied to it. All the
groups needed to put forward their best thinking, as they did.
Many of the groups helped to improve recommendations to the very
end, even though in the end, they might have voted against one or
more of these recommendations. But in the end, legislators must
make the tough decisions, make the call. Making the final call was
very difficult for a group process like this.

The second major point is that there are differences among the
groups as a result of different experiences and data, not unlike
what you just pointed out, Mr. Chairman, about the differences be-
tween facilities in Idaho and California. There are differences in
philosophies about how to approach care and there are different
views about solutions.

Our philosophy in this process followed six basic principles: (1)
that care is a partnership between the resident and the provider;
(2) that assisted living residents are diverse and a single set of pre-
scribed services won’t work; (3) preferences of individuals are im-
portant and flexibility is essential; (4) dignity, independence, and
choice are important and assisted living should ensure these; (5)
essentials must be provided and States should mandate these, for
example, basic safety. Finally, even small steps forward are better
than holding out for the perfect.

The third major point I would like to make is that the process
and the final product would improve care for people with dementia,
which by some estimates could be as many as 40 to 60 percent of
the people in assisted living.

I would draw your attention to just a couple of the things that
are included in this report related to dementia. First, is that all
staff have to be trained to recognize the signs and symptoms of de-
mentia. This is pretty basic, but that awareness is not the case in
many assisted living facilities, many hospitals, or many other set-
tings where people with dementia reside. Second, the care plans
must be adapted for residents with dementia to account for their
cognitive impairments. Third, the direct care staff should receive
training about dementia. Fourth, individualized activities should
match the residents’ abilities and interests. Finally, the residents
should be protected from danger, especially unsafe wandering.

Did we get all we wanted? No. We wanted specific numbers of
hours for training and a variety of other things. But the key is that
the dementia provisions would apply to all facilities, not just those
that say they provide special care for people with dementia. This
is a very important step forward. According to a University of
North Carolina study in 1997 and 1998, 68 to 89 percent of people
with dementia in assisted living are not in special care units. So
it is important that we ensure good care for people with dementia
even though the facility doesn’t hold itself out as providing special
care. That is perhaps one of the most important recommendations
in this report.

The fourth and final point is that the key focus of the debate is
really at the State level. Most States are examining or reexamining
this 1ssue. The key stakeholders, including the Alzheimer’s Associa-
tion and all the groups involved, need to get involved in the State
legislative and regulatory process. The Alzheimer’s Association will
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distribute this report to our advocates at the State level and work
with them to ensure that as many of these recommendations as
possible are implemented.

Finally, I would encourage the Federal Government to play an
ongoing oversight role, to continue to fund research so we under-
stand outcomes better and we don’t have to have as many regula-
tions that are based on process, but more on the outcomes we are
seeking. Finally, to help ensure access to assisted living for people
who can’t now afford it.

I don’t want to trivialize this process, Mr. Chairman, but I think
of it as a bit like Goldilocks and the Three Bears. The porridge was
too hot or too cold, and even when it was just right, after all, it
was only porridge, and in the end, Goldilocks was damn lucky to
get out of there alive, but——[Laughter.]

I think that is the way I will hope for it today. [Laughter.]

Thank you again for shining a light on this very important issue.
We look forward to working with you in the future.

The CHAIRMAN. Stephen, I find it ironic that there are three
people sitting up here at the dais at this moment. I don’t know
whether we are black bears, brown bears, or grizzlies. [Laughter.]

We are not Goldilocks, probably. [Laughter.]

[The prepared statement of Mr. McConnell follows:]



ALZPREIMER'S®
ASSOCIATION

Sameone to Stand by You

TESTIMONY OF
STEPHEN McCONNELL

Vice President for Advocacy and Public Policy, Alzheimer’s Association

Presented to
U.S. SENATE SPECIAL COMMITTEE ON AGING

April 29, 2003

ALZHEIMER’'S DISEASE AND RELATED DISORDERS ASSOCIATION, INC.

Washington Office: 1319 F St, NW, Suite 710 ¢ Washington. DC 20004 » Phone: (202) 393-7737  Fax: (202) 393-2109



8

Thank you for the opportunity to testify on the report of the Assisted Living
Workgroup and the Workgroup’s process. We applaud you Mr. Chairman and the
members of this Committee for encouraging a diverse group of organizations to come
together around this very important and timely issue. We believe the process, while a bit
“untidy,” has helped to move the debate forward and will contribute to improvements in
policies and practices affecting the assisted living industry and ultimately to better care
for those in assisted living.

The Alzheimer’s Association is concerned about assisted living and has been part
of the Assisted Living Workgroup throughout its existence for one reason -- very large
numbers of people with Alzheimer’s disease and other dementias live in assisted living
facilities. Recent studies show that 40-60% of all assisted living residents have
Alzheimer’s disease or dementia.' And, the number will only grow as current residents
age in place.

We share the Committee’s concern about problems with the quality of care
provided by some assisted living facilities. We are particularly concerned about
facilities that serve people with Alzheimer’s disease and dementia but do not have
appropriate programs or staff to meet these residents’ needs. Sadly, some facilities that
serve people with Alzheimer’s disease and dementia do not even recognize the
residents’ cognitive impairments or the need to adapt care to take account of those
impairments.

The Workgroup’s repott contains more than 130 recommendations. In our
consideration of proposed recommendations, we were guided by five general principles:

¢ Care occurs in the interactions betwecn providers and residents; good care — high
quality care -- requires a partnership.

o Assisted living residents, including residents with dementia, are diverse; their care
needs differ, and a single, strictly prescribed set of services is not going to work
for all of them.

* The preferences of individual residents are important; the assisted living facility is
their home; some flexibility is necessary to accommodate individual preferences.

* There are essentials that must be available for all residents; state regulations
should mandate these essentials.

e Itis important to move forward with recommendations that will improve the
existing situation, even if they are not perfect.

' Stoane PD, Zimmerman 8, and Ory MG, “Care for Persons with Dementia™ in Assisted Living: Needs, Practices,

and Policies in Residential Care for the Elderly, S. Zimmerman, P.D. Sloane, and K. Eckert (eds.) (Baltimore, MD:
Johns Hopkins University Press, 2001). Lyketsos C, Rosenblatt A, Steele C, et al. Maryland Assisted Living Study:
Initial Findings from the First 100 Cases,” presentation to the Maryland Gerontological Society, Baltimore, MD,

2002.
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Guided by these general principles, we voted in favor of the final versions of
almost all the recommendations. We voted in favor of almost all the recommendations,
whether they are specific to dementia or not, because we believe that, if implemented,
they will improve quality of care for all assisted living residents.

The Assisted Living Workgroup process was an enormous undertaking that
attempted to find agreement among stakeholder groups with very different, often
conflicting, perspectives. The inability to reach consensus, or even to gain a two-thirds
vote on all the recommendations, is not a sign of failure. It is actually surprising that so
many recommendations were approved with at feast a two-thirds majority. It is also
important to remember that each recommendation was voted on many times, and all the
participating organizations worked to improve the recommendation before each vote.
Thus, the final version of each recommendation reflects the contributions of many
groups, including some that eventually decided they could not vote for it, because it
went too far, or did not go far enough, or did not include a component they considered
essential.

The definition is a good example. Workgroup members spent many, often
difficult hours discussing the definition, preparing alternate wording, and trying to
create a definition that all participating organizations would approve. In the end, 22 of
the participating organizations voted for Part A of the definition which lists eight
essential services that should be required by state law and regulation for all assisted
living facilities. The 22 organizations included four organizations that were in favor of
Part A only if one or both of the other two components of the definition were added:
Part B that would require private, single occupancy rooms that are shared only by the
choice of the resident, and Part C that would require states to establish at least two
assisted living licensure categories. Ten other organizations voted against Part A, and
their supporting comments explain why—basically, because Part A went too far for one
organization, and not far enough for nine others. And one organization abstained.
Certainly there was not consensus; there was some agreement, and the supplemental
positions printed in the report provide useful information about why organizations voted
as they did.

The Workgroup’s report is not a set of regulations to be adopted word for word by
states. We do not think that is what the committee wanted or requested. Rather, itisa
detailed set of recommendations about what assisted living should look like—what it
should be. As such, the report will be a valuable resource in ongoing policy discussions
at the federal, state and local levels. It is valuable not only because of the
recommendations that received approval of a 2/3 majority, but also because of the
recommendations that did not receive a 2/3 vote and the supplemental positions that
explain the array of opinions around many of the recommendations. To our knowledge,
nothing like this has been available before.

We are pleased with the recommendations for state regulations about care and
services for assisted living residents with dementia, especially recommendations
requiring that:
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e all staff be trained to recognize signs and symptoms of possible dementia in
their residents;

s care plans be adapted for residents with dementia to take account of their
cognitive impairments;

o direct care staff receive training about dementia care;

e individualized activities be available that match residents’ abilities and interests;
and

» residents be protected from danger, especially residents with unsafe wandering
behaviors,

These recommendations would seem to make common sense. But, we are not
aware of any state with regulations that include all of these dementia-specific
recommendations. As described in Bob Mollica’s 2002 report, 14 states had no
provisions for residents with Alzheimer’s disease and dementia in their assisted living
regulations.” Many states have disclosure requirements that require facilities
advertising themselves as providing special care units or services for people with
Alzheimer’s disease and dementia to disclose to potential residents, families and others
what is special about the care they provide. The Alzheimer’s Association strongly
supports these disclosure requirements. Our chapters have worked hard to get them
enacted. But they do not say anything about what kind of care should be provided.

Some states have regulations that do include detailed provisions for Alzheimer’s
and dementia care, but these regulations apply only to “special care units,” and
therefore miss what we think is a critical point: most assisted living residents with
Alzheimer’s disease and dementia are not in special care units. A 4-state study
conducted by researchers at the University of North Carolina in 1997-98, found that,
depending on the size of the assisted living facility, 68 - 89% of residents with moderate
to severe dementia were in regular, nonspecialized units.? State regulations that apply
only to special care units miss these people; their requirements for Alzheimer’s and
dementia care do not apply to the nonspecialized units and facilities that serve the great
majority of assisted living residents with Alzheimer’s disease and dementia.

Now that the report is publicly available, we will begin to use it with our
Alzheimer’s Association chapters that are working at the state and local level to
improve the quality of care for assisted living residents with Alzheimer’s disease and
dementia. We have already presented information about the report and the
recommendations to public policy staff from our chapters all across the country. We
expect they will work with other groups in their communities—the state and local
affiliates of the organizations that participated in the Assisted Living Workgroup-- to
advocate for changes in state law and regulations, using the recommendations as a
starting point. Each state is different; we do not think any state will adopt all the
Assisted Living Workgroup’s recommendations. We expect our chapters and the

f RL Motlica, Assisted Living Policy 2002 (Portland, ME: National Academy for State Health Policy, Nov. 2002).

* Sloane PD, Zimmerman S, and Ory MG, “Care for Persons with Dementia” in Assisted Living: Needs, Practices,
and Policies in Residential Care for the Elderly, S. Zimmerman, P.D. Sloane, and X. Eckert (eds.) (Baltimore, MD:
Jolns Hopkins University Press, 2001).
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groups they work with will focus on the recommendations they think are most
important for their state. We also expect that some of our chapters will want to add to
or change some of the recommendations; they may agree with the Workgroup
organizations that argued that a recommendation did not go far enough or did not
include a critical idea.

‘We will also be able to use the recommendations to provide information for
families of people with dementia and other consumers who are trying to select a care
setting for a person with dementia. The Alzheimer’s Association has several
publications that provide information about residential care and questions for families
and other consumers to ask. The dementia-specific recommendations in the
Workgroup’s report provide a basis for specific questions for families and others to ask
when considering an assisted living facility.

Finally, we would like to comment briefly about the ongoing federal role in
assisted living. We applaud the leadership the Committee has provided on this issue.
Thank you for convening the Workgroup and supporting its efforts. We are hopeful the
Committee’s continued leadership can lead to action by this Congress in two specific
areas.

First, Congress should fund research on good care and on outcome measures. We
support the recommendation for a Center for Excellence in Assisted Living to develop
performance measures and tools and collect and disseminate quality information to
. consumers. The Committee can provide the leadership necessary to bring such a center
into being. We would hope that this center would supplement research underway at the
Department of Health and Human Services and the Department of Housing and Urban
Development.

Also, Mr. Chairman and Members of the Committee, [ urge you to find ways to
make assisted living available to those who cannot now afford it. While assisted living
is an important element in the array of long term care options, it is only available to a
limited few. We do recognize the tight fiscal times and the budget challenges faced by
Congress. Nonetheless, we hope that you will pursue opportunities through Medicaid
and federal housing programs that could make assisted living affordable to more people.
This issue of affordability underscores the need for development of a more coherent
national long term care policy to meet the diverse needs of our nation’s growing older
population.

Thank you for the opportunity to testify today. We look forward to continuing to
work with you on this and other issues important to the 4 million Americans with
Alzheimer’s disease and the 19 million family members who care for them.
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The CHAIRMAN. Dan, before I turn to you, let me turn to my col-
league from Oregon who has joined us, Senator Ron Wyden, who
has spent both his private and his public career working on behalf
of our elderly and who comes from a State with probably a very
clear set of regulations as it relates to assisted living.

OPENING STATEMENT OF SENATOR RON WYDEN

Senator WYDEN. Thank you, Mr. Chairman. I will be brief, and
I am pro-Goldilocks. [Laughter.]

The CHAIRMAN. Well, I am not anti-Goldilocks. She was a bit
naive, that is all.

Senator WYDEN. We’'ll build a bipartisan consensus from there.

I think that it is important to remember the origins of this whole
exercise. Then-Chairman Grassley and Senator Breaux and I began
this effort and commissioned the government auditors to look at
these issues. A host of discussions began from that report. As we
said, given the demographic tsunami that is coming, with millions
of baby boomers retiring in 2010 and 2011, we want to do this job
right. The real challenge is to learn from the nursing home experi-
ence.

I was Co-Director of the Gray Panthers for about 7 years before
I was elected to the House and specialized in these issues then.
When this committee began examining assisted living I think our
sense was that there were a lot of things you would have done
differently for nursing home patients if you could go back and look
at the nursing home experience. So we wanted to hear from that
experience we thought then that the challenge for assisted living
issues was to see if we can find common ground between consumer
groups and industry groups, and clearly, we have made progress in
a number of areas. Clearly, we still have a fair amount of work to
do, as well.

I think the principal concern that I have today is we have got
a number of States that are doing a good job and we want to en-
sure that that progress goes forward. Second, we have got to have
a safety net to ensure that every vulnerable older person in this
country in every assisted living facility has certain basic protec-
tions, because they continue to be some of the most vulnerable peo-
ple in our society.

Beyond that, I think the challenge is going to be to get consumer
groups to say that they are willing to meet the industry halfway
on some things that are important to them the industry, then has
to reach out to consumer groups on some of the issues that are still
in contention, too.

But we are on our way to putting in place a Federal-State, public
and private long-term care partnership in this country with as-
sisted living playing a key role. So if you all and the others who
are involved in this exercise continue to work with this committee
under Chairman Craig and Senator Breaux, and I am sort of a jun-
ior partner on these initiatives, but if you continue to work with
us as you have in the past, I think we can set in place that kind
of framework that allows older people in this extraordinarily fast-
growing sector of senior health care to get the protections and the
services they need while at the same time ensuring that we have
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the kinds of facilities and the number of facilities that we are going
to need giving this demographic explosion which awaits us.

I thank you, Mr. Chairman, and appreciate the good work of both
you and Senator Breaux in this.

The CHAIRMAN. Ron, thank you very much.

Now, let us turn to Dan Madsen, President and CEO of Leisure
Care, Inc., from Bellevue, WA, who in another life spent time in
Idaho.

Mr. MADSEN. Yes, a lot of my life.

The CHAIRMAN. For those of you who are here who are wondering
why you are here, as Stephen had mentioned, my staff said that
the spectrum of, and I think Senator Breaux mentioned that and
certainly Ron Wyden understand that, if you were to graph you all,
it would be a bit of a bell-shaped curve. You fall somewhere in the
center of the bell, and I mean that reflective of probably the collec-
tive interests, but maybe not the extremes of the curve, but we
think the report because of its process is reflective of that broader
spectrum.

Dan, please proceed.

STATEMENT OF DAN B. MADSEN, PRESIDENT AND CHIEF
EXECUTIVE OFFICER, LEISURE CARE, INC., BELLEVUE,
WASHINGTON, ON BEHALF OF THE AMERICAN SENIORS
HOUSING ASSOCIATION

Mr. MADSEN. Good morning, Chairman Craig, Senator Breaux,
and Senator Wyden. As mentioned, my name is Dan Madsen. I am
the President and Chief Executive Officer of Leisure Care. We are
located in Bellevue, WA, near Seattle. We operate 33 retirement
communities in nine Western States. We serve approximately 5,000
residents and their families.

I am here today on behalf of the American Seniors Housing Asso-
ciation and representing over 250 companies involving manage-
ment, ownership, financing, and development of senior services in
housing. ASHA’s members currently serve over 500,000 seniors na-
tionwide.

We are proud to have been asked by the committee to participate
in the Assisted Living Workgroup, the topic we are here to discuss
today. I am proud to have been selected by ASHA to represent
them and am very honored to be here today.

The most positive aspect of ALW has been the opportunity and
the interaction, as mentioned by everyone, between the organiza-
tions, people from all ends of the spectrum. The spirit of consensus
and coalition building that produced this report will help policy-
makers at the State level understand what issues are important
when they examine their current regulatory systems in assisted liv-
ing.

ASHA and its members are very committed to improving quality
in assisted living residences nationwide and believe that ALW’s re-
port will be helpful to consumers, operators, and State policy-
makers in promoting quality of assisted living. In the end, ASHA
supports more than 100 of the 127 recommendations included in
the report. As mentioned previously, did we agree with all the rec-
ommendations? Of course not. On rare occasions, ASHA felt that
certain recommendations would not have had an impact on quality
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or would dramatically have altered the way assisted living services
are provided.

We also carefully took into account the effect that some rec-
ommendations would have on accessibility of assisted living to low-
and moderate-income individuals. We also voted against some rec-
ommendations because we simply didn’t feel that they were con-
sistelznt with ASHA’s members’ belief in the vital issues related to
quality.

For example, ASHA opposed language requiring assisted living
operators to offer only private single-occupancy apartments. Many
of ASHA’s members offer shared room environments for residents,
and requiring operators to offer only private apartments would sig-
nificantly limit the accessibility for assisted living in moderate- and
lower-income individuals. It would undermine consumer choice, as
well, and affordability, and it has very little impact on quality.

The Assisted Living Workgroup didn’t operate in a vacuum.
Since 2001, as Senator Breaux mentioned, 47 of the 50 States and
the District of Columbia have made significant changes, as our ex-
hibit shows, in the regulation of assisted living. These updates al-
lowed assisted living operators to adapt and innovate while pro-
viding meaningful oversight of an industry caring for a population
whose average resident is over the age of 80.

The presence of State regulators at the ALW was a significant
benefit. We hope that as States continue to monitor laws and the
regulations, they will continue to implement a process that involves
a wide variety of stakeholders to offer input, like the committee
has done with the ALW.

Assisted living residents and their family members are best
served by State and local-based regulations that can truly meet the
unique needs of the residents and the culture of the State, and this
is vitally important because the culture of each State is different.

Leisure Care operates in nine States, and while the core of what
is required is very similar in those States, it is the variation of as-
sisted living between States that allows the assisted living to be
able to best meet the needs of those residents. An example of such
variation would be the staffing patterns in those States.

We recently, through our resident opinion surveys, made some
significant changes in the way we operate on weekends. That was
well accepted in our area in Los Angeles, scheduling more activities
on Saturdays and Sundays and beefing up, so to speak, how we op-
erated on those days. At our communities in Idaho Falls, ID, the
residents came out against some of those initiatives and said we
would like to see less staff on Sundays and have them home with
their families where they should be and we would like that day in
peace, as well. There is a perfect example of how regional pref-
erences may dictate how we operate.

We urge this committee to examine one item that is not covered
in the Assisted Living Workgroup report and that was the cost of
financing needed in long-term care services. Most Americans are
woefully unprepared financially when they require assistance with
activities of everyday life. We encourage this committee to continue
to efforts to educate the American people on this pressing need.

We are also pleased that President Bush supports similar pro-
posals. In fact, Leisure Care, as a company, offers long-term care
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insurance free of charge to all 2,000-plus of its employees. We
make that accessible to their families, their immediate families,
and their in-laws, as well.

ASHA does not view today as an end to the ALW process. We
will make the ALW report available to every one of our members
and encourage them to use it when evaluating their own oper-
ations. I would venture to say that a great deal of those providers
are already using the recommendations and putting them in place
in their operations. Where they can make changes to improve qual-
ity, ASHA members should do so with or without regulation be-
cause it is the right thing to do. Our best regulators, after all, are
our residents and our families.

An example would be the recommendation to require assisted liv-
ing operators to allow their residents to form resident councils.
This is a practice that we have done for over 27 years in our com-
pany and we strongly encourage residents to be involved in how
their community operates. The ability of residents to meet inde-
pendently allows them greater flexibility in the community oper-
ations. It definitely improves quality and resident choice and au-
tonomy at the same time. When I go to communities and I have
to meet with resident councils and I have to meet with groups of
hundreds of residents, believe me, I am held accountable for the
quality of services that I provide.

ASHA will continue to seek collaboration with consumer organi-
zations, such as AARP, the Alzheimer’s Association, and with the
Consumer Consortium on Assisted Living to help ensure the views
of consumers and family members are heard by our members and
that the highest level of quality in assisted living can be achieved
at every residence.

The relationships that were built around the Assisted Living
Workgroup table will not be abandoned or allowed to fade away. As
I stated earlier, ASHA encourages State regulators to solicit the
input of assisted living consumers, providers, families, and address
changes in their current regulations, and use the ALW report as
an important reference guide, which was originally intended, to
issues that should be considered in oversight structure of assisted
living. The ALW provided the blueprint for such collaboration.

In conclusion, I would like to thank Senators Craig, Breaux, and
the entire committee for the opportunity not only to speak to you
today, but for the continued efforts on behalf of America’s seniors.
Rest assured, ASHA and its members and the committee’s commit-
ment to improving the lives of assisted living residents nationwide.
Thank you.

The CHAIRMAN. And thank you very much.

[The prepared statement of Mr. Madsen follows:]
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Good morning, Chairman Craig, Senator Breaux, and members of the Committee, My name is Dan
Madsen and T am President and Chief Executive Officer of Leisure Care, Inc. Leisure Care is a privately
owned family business headquartered in Bellevue, Washinglon.  We currently manage 33 retirement
communitics and assisted living residences in 9 western states housing over 4,700 residents. Since 1976,
{.cisure Care has grown from managing just one community to become the 4" fargest privately owned

assisted living company in the country. We plan to expand into other states in the future

I am here today on behalf of the American Seniors Housing Association (ASHA) which represents the
interests of over 250 companics involved in the management, ownership, financing and development of
seniors housing.  ASHA's members currently house over 500,000 scniors nationwide in settings that
include assisted living and Alzheimer's residences, independent living communities, senior apartments,
and continuing care retircment communities.  The Association was proud to have been asked by this
committee to participate in the Assisted Living Workgroup — the topic we are here to discuss today.
ASHA’s approach, from the outset of this process, has been to work in a consultative manner with our
colleagues on the Workgroup in order to balance our residents’ strong desire for choices, options, and
quality in the provision of seniors housing services with the requisite level of regulation needed to assure
that only high quality, service oricnted providers thrive in the marketplace.  As a member of the Assisted
Living Workgroup’s Steering Committce, ASHA and its members are committed to improving quality in

assisted living residences nationwide and we feel that the Assisted Living Workgroup Report - Assuring
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Quality in Assisted Living: Guidelines for Stute Regulations, Federal Policy, and Operational Models ~
provides information that will be helpful to consumers, operators and state policymakers in promoting

quality in assisted living.

The Assisted Living Workgroup

The most positive aspect of the Assisted Living Workgroup has been the opportunity tor interaction
between organizations and people from all sides of the assisted hving spectrum. Perhaps for the first time
in one room at the same time, the interests of consumers and family members, assisted hving providers,
state regutators, and other protessionals were represented. For over T8 months, as many as 50 organizations
rescarched, debated and reached consensus on over 100 recommendations to states and ussisted hiving
operators on how (o promote quality on such vitally important wopies as resident rights, medication

management, activities, and Alzheimer’s and dementia care.

The spirited debate and interaction between such a diverse group of people that oceurred at the monthly
meetings of the full Assisted Living Workgroup, 2s well the more frequent topie group meetings, will lead
to more communication, better policy and in turn, improved quality for assisted living residents. T has
been a tremendously healthy dialogue.  Our participation in the Assisted Living Workgroup reaflirmed the
need for providers 1o have a dialogue with consumers in order to serve them better. While not all of the
groups involved in the Assisted Living Workgroup agreed all the time on every recommendation in the
reportt, the spirit of consensus and coalition building will help state policy makers understand what issues

arc the most important when they examine and revise their current regulatory schemes for assisted living,

In the end, while the Report produced by the Assisted Living Workgroup is not perfect, the process used to
bring all the relevant stakeholders together was a positive experience and will only help improve
communication between assisted living consumers and operators.  As you are well aware, the history of
healtheare regulation in this country too often reflects an “us against them” mentality. ASHA commends
our colleagues on the Workgroup for their vigorous efforts to find common ground and also ground our
disagreements in respectful divergences of opinion. We will continue to work with policymaking bodies in
this spirit in the future. Mr. Chairman, we commend you and Senator Breaux for your leadership on this

issue.
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Quality for Each and Every Resident

[ started in the business of caring for older people in 1988 as a property manager for Leisure Care at
Cottonwood Creek located in Salt Lake City, UT. That experience, as well as my continued work with
Lesure Care over the vears and now as President and CEO. has taught me that assisted living quahty starts
not at the state level or even the property fevel for that matter. It begins with understanding the individual
needs of every single resident. Inaddition to the duties Thave running Letsure Care as President and CEO, 1
sull personally oversee two communities 1 Tueson, AZ as Operations Manager, which allows me to stay
close to the day-to-day business of caring for our residents. This also allows me to communicate directly

with residents, their families and our employees.

As a member of ASHA's Exccutive Board and its Assisted Living Workgroup Task Foree, Leisure Care
assisted Association stafl in reviewing, editing and perfecting Workgroup recommendations as they were
developed here in Washington, DC. This Task Poree was comprised of a number of talented professionals
from a diverse range of assisted living companies - including Emeritus Assisted Living, Brookdale Living
Communitics, Hearthstone Assisted Living, LifeTrust America and Marriott Sentor Living Services. We
were able to objectively review the recommendations to determine if they would be effective in promoting

quality for our residents.

Did we agree 100 pereent with all the recommendations?  Of course not. On some occasions the ASHA
Task Force felt that a certain recomnmendation would not have an impact on quality or would dramatically
alter the way that assisted fiving services are provided. We also carefully took into account the effect that
some recommendations would have on accessibility of assisted living to low and moderate-income
individuals. If the impact on quality was negligible, but implementation of the recommendation would
result in a significant increase in costs to residents, ASHA’s Task Force opted to vote against the
recommendation. It is true that many things should be done regardless of cost (i.c. adherence to building
and life safety codes, providing a secure environment for residents with Alzheimer’s discase or dementia).
Nonetheless, we niust note that some of the recommendations included in the Assisted Living Workgroup
Report did not meet a reasonable cost-effectivencss standard and ASHA joined other groups in opposing
them. A good example of this is a recommendation from the Direct Care Topic Group that would have
required assisted living operators to contract with a number of external professional consultants such as
medical dircctors, clinical social workers, and activity consultants. ASHA feels that the specific assisted

Living residence should determine whether conracting with certain professionals would impact the quality



20

of care its residents receive. It would be cost prohibitive, unnccessary and duplicative, for instance, for an
assisted Hving residence to employ a medical director when residents are under the care of their own

primary care physicians,

We also voted against some recommendations that appeared 10 micro-manage administrative procedures of
assisted  living operations that really did not have a direet impact on quality.  For instance, a
recommendation from the Staffing Topic Group included a 23-point checklist for the training curriculuny of
personal care assistants. We It that this recommendation was overly preseriptive. And finally, we voted
agamnst some recommendations because we simply did not feel that they were consistent with what ASHAs
members believe to be vital issues related to quality. The best example of this is ASHAs opposition to the
language included in Part B of the definition requiring assisted living operators to only offer private, single
occupancy apartments. Many of ASHA’s members offer shared-room environments for residents who
cither choose to share because of a desire not to live alone, or because they simply would not be able to
afford assisted living were they required to live in a private apartment. Requiring operators to only offer
private apartments would (1) significantly Hmit accessibility to assisted living for moderate and lower
income individuals, (2) undermine consumer choice and affordability, (3) be cost-prohibitive for many

providers of assisted living and {4) would in the end have very little impact on quality.

As with any process involving as many as 50 organizations, disagreements occurred and occasionally
consensus was not achieved.  That being said, ASHA and its members feel that the majority of the
recommendations included in the final Assisted Living Workgroup Report will indeed help assisted living
providers across the country identify arcas that need to be considered when they address quality within their
residences. In the end, ASHA voted for more than 100 of the 127 recommendations included in the report.
The assisted living industry has changed a great deal over the past 15 years and is continuously striving to
improve the quality of care provided to its residents. It is still evolving and I suspect that it will change as
much in the next 135 years as it has since 1 first began my carcer at Cottonwood Creek in 1988, The

Assisted Living Workgroup Report is an important Mile Marker along that road.

State Oversight of a Growing Industry

The Assisted Living Workgroup did not operate in a vacuum, Over the past 10 years, states have been
aggressively monitoring and licensing assisted living providers and have regularly updated and modified
their regulation of assisted living.  As the assisted living industry grew dramatically in the mid-to-late

1990s, state governments took the lead in setting forth guidelines for assisted living operators to protect
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their senior populations.  Since 1997, ASHA has published the Seniors Housing State Regudatory
Handbook, a reference guide providing information on assisted living regulations in all 50 states and the
District of Columbia, During this period, 49 of the 50 states and the District of Columbia have made
stgnificant changes and updates to their regulation of assisted living -~ many more than once. More than just
technical changes to regulatory jargon. these updates have remained flexible enough to allow assisted living
operators to adapt and innovate, while at the same time have provided meaningful oversight of an industry

caring {or a population whose average resident 1s over 80 years old.

Accordmg to the National Academy for State Health Policy in its most recent review of assisted living
(State Assisted Living Policy: 2002, November 2002). between 2000 and 2002 legislative and executive
branch activity oceurred in nearly every state and at any given time, more than half the states were working
with a task force to develop and/or revise assisted Hving regulations. The review also states that more than
half the states are currently reviewing assisted hving regulations. The same NASHP report highlights an
important trend in assisted living oversight — the specific regulation of assisted living providers who provide
care and services to residents with Alzheimer’s disease or related dementia. Currently, 36 states have
Alzheimer’s-specific provisions in assisted living regulation for such residences. Other important arcas that
states are focusing on include defining assisted living, medication management, admission and retention
criteria, resident agreements, staffing and staff training, activitics, quality assurance and public financing for

low-income residents. The very same topics addressed by the Assisted Living Workgroup.,

State legistatures are also involved in a significant way. In fact, since the start of the 2003 legislative
scssions, 30 stales have at least one bill introduced in their state legislatures pertaining to assisted living.
These bills concern a wide-variety of topics that were discussed at the Assisted Living Workgroup
including, administrator training. background checks for employees, hospice services, consumer disclosure

and resident agreements.

States and localities are best able to regulate assisted living and they arc working to do so. ASHA and its
menibers support the aggressive enforcement of state regulation and in the rare occasions where persistent
and serious quality-of-care problems arise. we urge states to exercise their existing authority to put the few

“bad apples” out of business.

The presence of state regulators at the Assisted Living Workgroup table was a significant benefit to the

assisted living industry. We hope that in the ycars ahead, as states continue to monitor and, where
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appropriate, make more changes to their laws and regulations, that they will implement a process that
involves a wide variety of stakcholders to offer input, as this Committec has done with the Assisted Living
Warkgroup. Using the Assisted Living Workgroup Report as a reference guide to issues that should be
considered, states can create “state-based ALWs™ that will help assure quality in assisted tiving across the
country.  As [ stated before, assisted living quality is a community-by-community, resident-by-resident
endeavor,  Assisted living residents and their family members are best served by state- and local-based

regulations that can truly meet the unique needs of the residents and culure of @ certain state,

Leisure Care operates in nine states, and while the core of what is required 1s very similar in those states -
and indeed what 13 provided in our buildings is as well -- it is the variation of assisted living regulations
between states that allows assisted living to be able 1o best mect the needs of is residents. Residents hiving
in our assisted living community in Idaho Falls, Idaho have many of the same needs that the residents of our
communities in Beaverton, Oregon and Rio Rancho, New Mexico, but they also have a unigue culture and
way of life. For instance, Leisure Care offers regional menus for all of our dining services. Residents
typically move-in to assisted living located within the communities in which they were born and raised.
Their culture and tastes move-in with them.  The residents in our community in Occanside, California
outside San Dicgo particularly enjoy fresh Mahi Mahi and roasted vegetables for dinner.  If we tried to
scrve fresh Mahi Mahi to a resident in Great Falls, Montana, 1 am not sure that it would go over guite so
welll Another example would be the staffing patterns we employ on Sundays.  Again, different cultures
and values determine how we provide services to our residents. Residents in our Los Angeles community
expect fully-staffed activities to occur seven days a week, while the residents of our Idaho Falls community
have actually requested that we allow our employees to stay home with their families on Sunday and only

staff a skeleton crew those days. This regional {lexibility would not be possible with a national standard.

An Industry Committed to Quality and Consumer Education

When Senators Breaux and Craig created the Assisted Living Workgroup in 2001, ASHA and the assisted
fiving industry embraced the idea because we are committed to quality and customer education, service and
choice. The ability to engage in discussions on important topics with consumer advocates and state
regulators was an opportunity that will help the industry to better serve its population of over 700,000
seniors nationwide.  As the assisted living industry cvolves and changes over the next decade, ASHA and
its members will remain commiitted to continuing to educate the public about assisted living. An educated
consumer is better able to make decisions either for themselves or their loved ones as to what setting is most

appropriate and will best meet their needs. Our efforts in consumer education began in earnest in the mid-
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19905 when a collaborative effort, initiated in 1993, between ASHA and the American Bar Association's
Section of Real Property Probate and Trust Law. Committee on Housing for the Elderly, resulted in the
publication of a madel Retirement Conununity Admission Agreement. This guide was prepared for attorneys
and consumers to help identify issues that should be addressed and options to be considered in admission
contracts, Thousands of copics of this publication have been distributed to consumers and their legal

advisors 1n the past eight years,

In 1997, ASHA created a brochure entitled "cAssizred Living Residency Agreements, Key Points to Consider
when Choosing a New Home! This consumer-friendly brochure provides consumers und their fanulies with
two-dozen critical questions that should be asked of prospective assisted hiving providers with respect to
services and care; payment and pricing: and other important considerations. To date, more than 50,000 of
these brochures have been distributed frec-of-charge by ASHA members to prospective residents and their

families.

Prior to this Committee™s first hearing on assisted living in 1999, ASHA published and distributed to its
members an Assisted Living Consumer Information Statement. This three-page form serves as a general
guide for assisted living consumers and their family members about the care and services provided in
different assisted living scttings. It provides consumers with uniform information on resident fees and
services; move-out and discharge criteria; staffing: and safety features, This brochure allows prospective
assisted living residents to casily compare one residence to another in order to help make the most informed
decision about which assisted living residence will best meet their needs. Copies of the Assivted Living
Consumer Information Statement have been distributed to over 5,000 assisted living communities, and

remain available to the general public on the ASHA website at no cost.

Most recently ASHA, in conjunction with ASHA Exccutive Board member Freddie Mae, produced and
distributed over 100,000 copies of our brochure entitled, Howsing Options For Seniors - a brochure
describing the different types of seniors housing communities available from coast to coast. Finally, ASHA
will soon launch a revised website - www.seniorshousing.org - that will include a special Consumer
Information Section with links to consumer organizations and free-of-charge electronic versions of all the

consumer information I just described.

But it is not just ASHA who is educating the consumer about assisted living. A simple search on Yahoo for

“assisted living™ nectted over 800,000 hits. Included in those results are sites such as
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www seniorhousing nel, a webiste that allows consumers and family members to scarch for an assisted
living residence in the same way that many people search for apartments and single-family homes online.
Similarly, the Administration on Aging sponsors a website (www.cldercare.gov) and oll-free phone referral
service to assist the nation’s sentors find appropriate settings in which to live ~ including assisted living.
Such an online system was very limited when the Aging Committee first started addressing assisted living
in 1999, Other groups involved in the Assisted Living Workgroup also have done significant work in

educating the public about what assisted hiving is alt about:

e The National Center for Assisted Living has published an excellent guide online entitled:
Consumer's Guide to Assisted Living and Residential Care avatlable at www.nealorg,

®  AARP hus made assisted Tiving a major part of its “Life Answers™ program, which provides an
opportunity for consumers to call a toll-free number to help answer questions, {ind a residence
nearby or simply talk with a trained consultant about aging issucs.

e The American Association of Homes and Services for the Aging has developed an tmportant
consumer brochure entitled “Exploring Care Options for Relatives with Alzheimer’s Discase”™ that
it distributes on its websile (www.aahsa.org) that receives over 10,000 hits per week.

o The Consumer Consortium on Assisted Living has developed a comprehensive checklist that
consumers can use to ask the right questions when visiting assisted living residences in order to

determine the best possible setting for themselves or their foved one.

Important Next Steps

We urge this Committee to continue its commitment to improving the quality of life for America’s seniors
and particularly encourage you to examine one item that is not covered in the Assisted Living Workgroup
Report — the cost of financing needed long-term care services.  Quality long-term care does not come
cheap. Most American’s are woefully unprepared financially if and when they require assistance with the
activities of everyday life. We encourage this Committee to continue efforts to educate the American
people on the pressing need to be prepared and encourage you to examine legistation like that introduced in
the past by Senators Grassley (R-1A) and Graham (D-FL) that would encourage long-term care insurance
coverage.  We are pleased that President Bush supports similar proposals and ASHA encourages your
continued efforts in that regard. Leisure Care, Inc. offers long-term care msurance free of charge w all
2.000+ our employees. We also offer subsidized access to a preferred long-term care insurance plan to the

employee dependents and families (including grandparents).
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ASHA docs not view today as an end to the Assisted Living Workgroup process, but rather as a beginning,
To that end. we will make the Assisted Living Workgroup Report available to every one of our members
and encourage them to use 1t when evaluating their own operations. [ would venture to say that a great
many of the recommendations are already being put into place by ASHA's members, but where process and
procedure can be changed o improve quahity, ASHA members should do so with or without the presence of
state regulation. An example would be the recommendation that would require assisted living operators o
allow their residents to form resident councils - a practice that Leisure Care has followed sinee its
inception. The ability of residents o meet independently alfows for greater input mto comnunity
operations - improving quality and resident choice and autonomy at the same time. There are other
recommendations in the Assisted Living Workgroup Report like this one that can be implemented at litte or
no cost to assisted living providers that will improve quality today. So. ASHA will stress the importance of

the Assisted Living Workgroup process and Report to cach and every ASHA member.

We will continue to seek collaboration with consumer organizations such as AARP, the Alzheimer’s
Association and the Consumer Consortium on Assisted Living both here tn Washington, DC and in the
states to help ensure that the views of consumers and family members are heard by our members and that
the highest level of quality in assisted living can be achieved in every residence. The refationships that
were built around the Assisted Living Workgroup table will not be abandoned and allowed to fade away.
We will continue to work hand-in-hand with consumer organizations and state regulators whenever and

wherever possible.

We will encourage state regulators to solicit the input of assisted living consumers and providers when they
address changes in their current regulatory schemes and to use the Assisted Living Workgroup Report as an

important reference guide to issucs that should be considered in any oversight structure of assisted living.

In conclusion, [ would like to thank Senators Craig, Breaux and the entire Committee for the opportunily
not only to speak to you today, but for your continued efforts on behalf America’s seniors. Rest assured,
ASHA and its members share the Commitiee’s commitment to improving the lives of our assisted living

residents.
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The CHAIRMAN. Next, let me introduce once again to the com-
mittee Robert Mollica, National Academy for State Health Policy,
Portland, ME. Robert, welcome to the committee.

STATEMENT OF ROBERT L. MOLLICA, SENIOR PROGRAM DI-
RECTOR, NATIONAL ACADEMY FOR STATE HEALTH POLICY,
PORTLAND, ME

Mr. MoLLicA. Thank you, Mr. Chairman and members of the
committee for the opportunity to speak here today. The Special
Committee on Aging is playing an important role in the future of
assisted living, raising questions about its definition, direction,
quality of care, government regulation, and the extent to which the
interests of consumers and family members are protected. The com-
mittee’s interests created the vehicle for stakeholders to discuss
and debate important issues.

You extended a challenge to all stakeholders to reach a con-
sensus on a set of standards for policymakers and regulators to
consider as they develop State policy. The Workgroup has produced
a valuable report after 18 months of hard work by numerous indi-
viduals. The issues are complex, as you have mentioned. Current
policy is very diverse and there is not enough research to know
what works best.

There is consensus on many recommendations and strong res-
ervations about several that did receive the required two-thirds
vote for adoption. Differences among stakeholders reflected com-
peting priorities, protecting the health and safety of residents and
supporting consumer preferences and decisionmaking.

A number of groups felt the recommendations gave more promi-
nence to consumer and decisionmaking over protection and safety.
Consumers may not always have enough information about a spe-
cific facility to understand the risks to their health and safety and
to make decisions about where and how care will be provided.

On the other hand, control and independence are important to
quality of life and self-esteem. Systems that are flexible, offer
choice, and emphasize consumer decisionmaking are generally pre-
ferred by consumers. Both perspectives are important and it is dif-
ficult to find a balance, but balance is what I believe is needed.

The report’s value lies, in part, on the presentation of all the pro-
posals, the rationale for them, and the supplemental positions that
present alternate views. The array of issues and options presented
will help States and stakeholders understand the issues and decide
their own approach.

The report offered differing opinions about the value of a philos-
ophy and principles of care. The number of States including a phi-
losophy in their regulations has almost doubled in 6 years, from 15
in 1996 to 28 in 2002. By itself, a philosophy does not specify the
requirements for licensing, but it does set a framework and gives
us a benchmark for designing rules governing the accommodations,
admission and retention criteria, service to be provided, staffing
patterns, and training. A philosophy is a very useful way to frame
regulations. However, we do not have enough research about how
it works in practice and whether one approach or the other has bet-
ter outcomes.
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Recommendations addressing screening and assessment, care
planning, resident contracts, move-out protocols, and others offer
helpful guidelines to States. The recommendations dealing with
medication administration reflect trends among States. Sixty-four
percent of the States now allow aides who have completed and
passed a training program to administer medications. Ninety-eight
percent allow aides to assist with self-administration. Thirty-three
percent require facilities to have a consulting pharmacist, and
other States require that medications are reviewed by registered
nurses.

As facilities serve residents with greater needs, assistance with
medications has been cited as a concern by regulators. About half
the states reported in 2002 that problems with medications oc-
curred frequently or very often. The frequency of problems was not
associated with who may administer or assist with medications. In
fact, focus groups conducted by the Rutgers Center for State Health
Policy suggest that errors may be less frequent when trained aides
are allowed to administer medications, a somewhat surprising find-
ing.

The report contains some excellent discussions of the barriers to
expansion of affordable assisted living. Affordable housing pro-
grams, such as low-income housing tax credits, HUD 202 programs,
and Section 8 vouchers are now being asked to support a product
that was not envisioned when these programs were established.
Currently, less than 15 percent of assisted living residents are low-
income, while the percentage of low-income nursing home residents
is far higher. If assisted living is to be a viable option for low-in-
come tenants, Federal policymakers need to consider the changes
outlined in the report.

Whether you agree or disagree with the recommendations, the
report is an excellent tool to frame policy options and encourage
discussion at the State level. There are clearly two distinct ap-
proaches to regulation among the Workgroup members. It will be
useful for the group to develop a side-by-side set of model stand-
ards to fully develop and compare each approach.

The Workgroup also recognized the need to develop outcome
measures, update the recommendations, develop practice protocols,
and offer technical assistance to States upon their request. There
is much that we do not know about assisted living. What is the im-
pact of different regulatory approaches and requirements? How do
they affect quality? Do levels of care or general licensing guidelines
work best? Do regulations based on philosophy of care produce dif-
ferent outcomes than regulations that do not? Research on assisted
living in relation to the regulatory requirements is limited and
much more is needed.

While stakeholders disagree about the direction and content of
the recommendations, they agree on one thing. We are not where
we need to be. We know that regulation alone does not guarantee
quality. We know that some facilities offer high-quality care, others
are eager to improve that may be lagging, and still others seem un-
able or unwilling to address quality issues. We hear that facilities
are keeping people with needs that they do not have the staff to
meet. It is important to distinguish between practices that are not
allowed under regulation and practices that may warrant changes
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in regulation. We always need to understand when enforcement
needs to be improved or regulations need to be strengthened.

The results of the Workgroup will advance the development of
State standards that achieve what all stakeholders want, quality of
care for people served in these residential settings, and I thank the
committee for its work in this regard.

The CHAIRMAN. Robert, thank you very much for that testimony.

[The prepared statement of Mr. Mollica follows:]
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Mr. Chairman and members of the Committee, thank you for the opportunity to testify
here today. The Special Committee on Aging has played an important role in the discussion
about the future of assisted living, raising questions about its definition, direction, quality of care
and government regulation and the extent to which the interests of consumers and family
members are protected. The Commiittee’s interest created a vehicle for stakeholders to discuss
and debate important issues.

The Committee extended a challenge to all stakeholders to reach consensus on standards
for policymakers and regulators to consider as they develop state policy. Despite 18 months of
hard work by numerous individuals, unanimous agreement was not possible but I doubt anyone
expected it. The issues are complex, current policy is very diverse, and there is not enough
research to determine what works best. There is consensus on many recommendations and strong
reservations about several that received the required two-thirds vote for adoption.

The report includes all the recommendations that were considered by the Workgroup.
The value of the report is its presentation of the recommendations, the rationale for them and the
supplemental positions that present alternate views. Including the proposals that were not
adopted gives readers a better sense of the approaches that may be considered and their
implications. The array of issues and options will help states and stakeholders understand the
issues and consider their own approach.

Recommendations

The recommendations and accompanying supplemental positions suggest that we are still
unable to agree on what assisted living is, whom it should serve and how it should be regulated.
State examples can be found that follow each recommendation and also the alternative, when one
is described. The differences among stakeholders were evident in the recommendations
describing the components of state oversight. A number of groups felt the recommendation gave
more prominence to consumer decision-making over protection and safety. Consumers may not
always have enough information about a facility to understand the risks to their health and safety
and to make decisions about where and how care will be provided which suggests that
regulations be more prescriptive. On the other hand, control and independence are important to
quality of life and self-esteem. Systems that are flexible, offer choice and emphasize consumer
decision-making are generally preferred by consumers. Consumer centered care is becoming the
primary influence in the design of home and community based service programs. Both
perspectives are important and it is difficult to find a balance, but balance is what I believe is
needed.

Perhaps the most difficult issue is the starting point — what is assisted living? Examples
of the recommended definition, and the suggested alternate definition, can be found among the
definitions used by states. The recommended definition includes a philosophy and principles of
assisted living that set the framework for developing standards and requirements that
operationalize it. By itself, a philosophy does not specify the requirements for licensing, but it
does serve as a benchmark for the design of rules governing admission and retention, services,
staffing and training. Over half the states now include a philosophy of assisted living in statute or
regulation. However, we do not have enough research that compares regulations to understand
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how it works in practice and whether one approach or other has better outcomes.

One part of the recommended definition would require the use of at least two levels of
licensing to differentiate facilities serving lower and higher need consumers. Again, both
approaches have been implemented in states but general levels are more common. Ten states
license facilities according to their level of care (Arizona, Arkansas, [daho, Florida, Maine,
Maryland, Mississippi, Missouri, Utah, and Vermont). The rest have a single level of care. The
advantage of levels of care is that consumers know what to expect from each facility if they are
required to provide all the services allowed for its level. The disadvantage is that residents may
have to move when their care needs change. Maryland allows facilities a serve a percentage of
residents that meet the criteria for the next level of care. Other states use waivers to allow a
facility to retain a resident who no longer meets the retention criteria as long as they have the
capacity to serve the resident and the resident, family and sometimes a physician agree. Single
categories of care place greater importance on the resident agreement to clarify resident
expectations. There is no basis for concluding that one approach works better than the other.

One of the many debates in assisted living is whether people who need nursing home care
should be served and what the requirements should be if they do. Your position on this issue
depends to some extent on your starting point. One starting point may be the services delivered
by home health agencies and other providers to a person to help them remain in their single
family home. Why shouldn’t a person be able to bring services with them as they move from
their single family home to an elderly apartment building or a licensed assisted living facility?

If your starting point is a nursing home and the regulatory environment in which services
are delivered, you ask why don’t we apply the same regulations to settings that provide similar
services to the same people?

There are two important variables. It is important to understand who nursing homes serve
now and the minimum criteria states use to decide who can enter a nursing home. State level of
care criteria vary considerably. States that base the minimum threshold on impairments in
activities of daily living historically have found significant percentages of people living in
nursing homes who did not need to be there even though they qualify. With the expansion of
Medicaid home and community based services waiver programs and assisted living, people have
more options and fewer who need help with activities of daily living, medications and
supervision are entering nursing homes. Statements in the report that say that assisted living
serves people who qualify for admission to a nursing home should not be interpreted to mean
that assisted living residents are comparable to the profile of current nursing home residents or
are receiving 24 hour skilled care. It means that state criteria allow a broader mix of people to
enter a nursing home than may actually live there. Allowing assisted living facilities to serve
people who qualify for a nursing home does not mean they are all receiving the highest level of
care available in a nursing home.

State Medicaid programs set criteria for admission to nursing homes that also apply to
eligibility for Medicaid home and community based waiver services programs. These criteria
differ from the assisted living licensing criteria but there is considerable overlap. Only a few
states do not allow anyone who meets the nursing home level of care criteria to be served in an
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assisted living facility.
State level of care criteria fit into four primary categories:

Medical conditions or needs;

A combination of medical conditions/needs and functional impairments;
Functional impairment alone; and

Scores from an assessment instrument.

Of the 45 states whose criteria were received for a 2002 study by the National Academy for State
Health Policy, two used medical criteria; 13 used a combination of medical and functional
criteria; 22 used ADL thresholds, and 8 based their decision on the assessment score. One used
professional judgment, and one used a physician’s statement. Assessment score approaches
included a mix of medical/functional and functional assessment items.

States can be arrayed along a continuum from low to high need thresholds for nursing
home admission. (See Table). Admissions based solely on impairments in one or two of five to
six ADLs are on the low end of the spectrum, those based on ADLs and medical criteria in the
middle, and medical criteria on the high end. The placement of states within this continuum is
somewhat arbitrary, and that the actual application of the criteria may be somewhat stricter or
more lenient than placement within these categories suggest.

You can see that any statement about nursing eligible residents and assisted living means
something very different depending on the particular state you are discussing. It would be clearer
to talk about the needs, conditions and functional abilities of residents in relation to the services
and staff available to serve them in an assisted living facility than whether they could be in a
nursing home. After all, people can receive a very high level of care in their own homes.

Array of Selected States Along Continuum of Nursing Home Admission Criteria

1 {low) 2 3 (moderate) 4 5 (high}
CA AR MS AK MO AZ AL
DE iL NE Co MT NC HI
KS A OK CT NJ uTt ME
NH IN TX FL NM MD
OH LA vT GA ND ™
OR Mi Wi D PA VA
RI MN MA sC
WA
wyY

Recommendations addressing the pre-screening process, move out requirement,
medication storage, and special care facilities were considered too vague by several groups.
These limitations could be addressed by states that may want to specify how an area is addressed
such as who conducts the pre-screening assessment and how it is used. The move out
recommendation raises the question of whether facilities may or are required to provide all the
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services allowed by regulation. As long as facilities with a higher license are able to serve
residents who have lower levels of need, aging in place can be accommodated. States that license
by level of care may allow or require that the services be available or simply state the staffing
requirements for residents based on their ability to evacuate in an emergency. Permissive
admission criteria allow facilities the flexibility of establishing a policy based on its business
plan, mission, staffing patterns, the skills of the staff and the availability of nursing expertise.

General licensing criteria lead to varations in the needs of residents who will be served,
the services provided to meet those needs, patterns, and the skills of staff. In these instances, the
resident agreement or contact is the vehicle for describing who will be served, what services are
will be provided and when a person may be asked to move.

Recommendations for special care facilities included general descriptions of areas that
would be addressed by facility policy, such as staff training, policies, and procedures. Several
members of the Workgroup felt the statements were too vague. In 2002, thirty-six states had
provisions for facilities serving residents with Alzheimer’s disease or dementia, an increase from
28 in 2000. These provisions addressed the philosophy of care, disclosure, staffing patterns and
training, activities, the physical environment, family involvement and the cost of services.

The staff training requirement for special care facilities did not specify the hours of
training, the topics to be covered or a required curriculum. However, the list does help identify
what is important and serves as the minimum threshold. Specific provisions are casier for
facilities to implement and for oversight agencies to measure. General provisions give facilities
flexibility to vary training based on the resident population, and accessibility to training
resources especially in rural areas. They require that oversight staff review each facility’s
policies and procedures and make a determination about their appropriateness. Again, state rules
for staff training in special care facilities vary. Many specify the number of hours, topics for
training or both. Arizona requires that 12 of 75 hours initial training cover dementia and 4 hours
per year of ongoing training. Florida requires 8 hours of initial training and 4 hours per year.
Maine’s rules require 8 hours of classroom training and 8 hours of clinical training. Texas
requires 4 hours of training and 16 hours of on the job supervision plus 12 hours annual in-
service. Given these variations, it is difficult to determine what number of hours is most effective
but they set a baseline on which future changes based on experience can be made.

The recommendations support the ability of aides who have completed training to
administer medications. The recommendation is consistent with directions in state policy. The
NASHP 2002 licensing survey found that sixty-four percent of the states allow aides who have
completed and passed a training to administer medications. Ninety-eight percent allow aides to
assist with self-administration. Thirty-three percent of responding states require facilities to have
a consulting pharmacist. Several additional states require review of medications by a registered
nurse.

Affordability

The report contains some excellent discussion of the barriers to the expansion of
affordable assisted living facilities. Opposition to the recommendations was based on
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disagreement with the regulatory sections and questions about the universal description of
assisted living as a less restrictive alternative to a nursing home. Affordable housing programs
(low income housing tax credits, HUD’s 202 program) are now being asked to support a product
that was not envisioned when these programs were established. Currently, less than 15% of
assisted living residents are low income while the percentage of low income nursing home
residents is far higher. If assisted living is to be a viable option for low income tenants, federal
policymakers need to consider the changes outlined in the report.

Another barrier is the amount of income available to pay for room and board. Medicaid
waiver beneficiaries in many states have income that exceeds the SSI payment and therefore,
depending on state policy, have more income that can be used to cover room and board.
However, many do not. Beneficiaries who rely on the federal SSI benefit may not have sufficient
income to cover room and board, especially in areas with high construction costs. The
recommendations would support the ability of families to contribute to room and board costs,
while the supplemental position opposes family contributions based on existing Medicaid rules.
In 2002, about 19 states permitted family supplementation for room and board costs.
Supplementation is not allowed for services covered by Medicaid. Since Medicaid does not pay
for room and board, there are no federal prohibitions against supplementation. There is also
concern that family supplementation means people with families who have resources will have
access and those that do not will have less access. Family supplementation does reduce barriers
for some. However, full access can only be obtained by expanding affordable assisted living or
increasing the SSI payment for this setting. Covering room and board under Medicaid does not
seem like a reasonable strategy since it would trigger a reduction in the federal SSI payment to
the personal needs allowance for people in institutions. In effect, this would shift costs to state
Medicaid programs without increasing the amount available for room and board.

Next steps

Whether you agree or disagree with the recommendations, the report is an excellent tool
to frame policy options and encourage discussion about change. The report creates opportunities
for members of the Workgroup to continue the process. There are clearly two distinct approaches
to regulating assisted living. It would be useful for the groups who support the recommendations,
and those who would offer an alternative, to develop a set of regulations that implements each
approach. A detailed set of side-by-side “model regulations” could be prepared as the next step.
It seems clear that stakeholders are not likely to reach full agreement about how assisted living
should be regulated. What they can do is develop resources and information that informs the
policy development process.

The Workgroup also recognized the need for more work to develop outcomes measures,
update the recommendations, develop practice protocols, provide technical assistance to states
upon request and other tasks. An additional function could be research on the impact of different
regulatory approaches and requirements to see how different regulatory approaches affect
outcomes. We do not have data to decide whether levels of care or general licensing guidelines
work best. We don’t know if regulations based on a philosophy of care produce different
outcomes than regulations that do not. Research on assisted living in relation to regulatory
requirements is limited and more is needed.
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The proposed Center for Excellence is one way to address those needs. However, a group
of members questioned whether the Center would be independent and that it might take over the
role of government. Individually, states are not likely to have the resources to fund these
activities. It may be possible to build a partnership between the federal government, states and a
consortium of research organizations to carry out these functions. The consortium might be
guided by an advisory board of stakeholders but would not be governed by them. DHHS’ Office
of the Assistant Secretary for Planning and Evaluation, which has funded research on assisted
living in the past, might be an appropriate agency to fund this activity.

The report needs to be disseminated widely to state leaders — legislators, governors,
commissioners, regulatory officials — as well as consumers, providers and professional
organizations, to bring the discussion to the state level. I believe that the report will be a valuable
document for stakeholders at the state level as they continue to refine and develop standards that
support quality care for people who need assistance and prefer a residential environment. The
Assisted Living Workgroup completed a difficult and ambitious task, requiring an enormous
amount of time and work. The commitment and interest of the members of this Committee has
certainly advanced our understanding of assisted living, and the different opinions about how it
should be regulated.

Thank you.
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The CHAIRMAN. We will now turn to questions of our members
here and we will adhere to a 5-minute rule and move through the
rounds as often as we need until all of our questions or your addi-
tional comments to them are dealt with.

Stephen, let me first start with you. I noted that there was ap-
parent difficulty in meeting a common definition of what con-
stitutes assisted living. Will you articulate why they had, collec-
tively, such difficulty?

Mr. McCONNELL. Again, as I mentioned, there are people who
felt that the definition should be more stringent and others that
wanted to keep it looser. What we ended up with was a series of,
in effect, principles around which many people could agree.

There were a couple of things that were important differences for
some of the groups. One was whether assisted living facilities
should be required to have private rooms. That is an issue that we
felt there isn’t enough evidence to suggest that it is necessary. It
could increase the cost. But some people felt very strongly about
that.

A second issue that got the group tied up was around levels of
care. Levels of care exist in regulations in your State, Mr. Chair-
man, and in several other States. While we think that levels of care
make sense, our particular concern about the definitions of levels
of care that were being developed by the workgroup is that they
weren’t specific enough to protect people with dementia. So that
was another issue around which the group couldn’t agree.

I think part of it, too, is that if we had come up with a very nar-
row, strict definition, it is entirely possible that this would have
ended the conversation in many States because there is such varia-
bility out there in how it is defined, and so I think that was at
least an argument for why it shouldn’t be too tightly defined.

The CHAIRMAN. Dan, there are numerous competing thoughts on
the various aspects of care in assisted living, or in that context,
even to the extent of licensing requirements of facilities, and yet no
definition of what is an assisted living facility. I think of where my
mother-in-law lives today, in a large facility in Tucson. She lives
on the independent side, but there is also the assisted side. There
seems to be a line at which that facility defines and cares for its
residents. Can you explain why there is this universe of different
viewpoints and are there ways to bring a consensus on such defini-
tions of terms?

Mr. MADSEN. I believe there is more in Part A when we talk
about the definition of assisted living and that there has been some
controversy about what that is. I know what we do, and I am in
that business, and I know that there are domiciliary services that
we provide as part of our assisted living and it is very well defined
by bullet point.

I think when, using your example in Tucson, where we have two
communities, we are seeing the past change a bit in that there
were segregated areas for assisted living at one time and we are
seeing that become more mainstream and more integrated, which
we think is a good thing, because residents are now coming in and
looking at services not only for assistance with daily living skills
because they need them, but because they want them, and we are
seeing resident choices. We are seeing that they want to have
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meals delivered at different times. They want certain types of as-
sistance, certain types of services, and served to them in their
apartments and where they live versus an area of the building or
a place where that is more regulated.

So we look at our programs and we try to ensure the quality of
the program itself. We focus on the quality of services being ren-
dered. Or the fine line becomes to what level of service and still
respect their dignity and choice and that they are in a home of
their own within their environments, that they have choice to bring
in outside services, for example, to receive higher levels of care
than what we are licensed to do or comfortable in providing.

The CHAIRMAN. You made one other comment that I thought was
fascinating because I actually watched it work in this particular
community that I am most familiar with, and that is the residents’
council. The empowerment of the residents was phenomenal and
the changes they brought about within a reasonable spectrum were
very satisfying to them and they really did feel they were full par-
ticipants in a community of common interests and helping guide
that particular provider and that facility. I think you are right.
That is a phenomenal tool in a regulatory process, or at least in
a process of balance and quality of care, when the residents are
empowered to participate.

Mr. MADSEN. I believe as well that we pay great attention to
family members. We answer to the consumer, and in a very com-
petitive environment that it is today, where we have families that
are more educated about retirement communities, assisted living
communities, they are shopping, there are higher quality providers
today, the highest quality providers today that I have seen ever in
the industry that I have been in for 15 years. We are absolutely
operating at a higher level because of the competitive environment,
and it is the right thing to do. But we raise the bar on each other
constantly.

The dialog that we have with residents and their families is ex-
traordinary. We work very closely with resident opinion surveys.
We formally do them on an annual basis, but we have secret shops
that we perform monthly from an outside company giving us a per-
spective on the quality of our services that we offer, from the taste
of the food to the cleanliness of the building to how they are treat-
ed by staff, and we do our own.

Absolutely, we do our own surveys, and when we are onsite or
we call residents, we call families. I personally call families every
month and ask how we are doing. When in the communities, we
meet with families, we meet with residents, and we get their feed-
back and we make changes. They are telling us what they want
and we want to meet our needs.

The CHAIRMAN. Dan, thank you very much.

Now, let me turn to my colleague, Senator Breaux. John?

Senator BREAUX. Once again, I thank not only the witnesses, but
everybody who has participated in producing this very elaborate
document, the question now is, what becomes of the document?
Does it go to a library somewhere and gather dust and 10 years
from now, somebody will pick it up and say, you know, they did
good work back there a decade ago, but really nothing was ever
done to follow up on it.
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So the question is, what becomes of this document? Is it some-
thing that the various States should pick up and utilize in revising
or, in some cases, establishing their rules dealing with assisted liv-
ing facilities? Is it something that Congress picks up and says, this
should be a national standard of what all assisted living facilities
should look like in terms of how they are regulated? Give me some
discussion as to what you think perhaps should happen to this doc-
ument.

Mr. MCcCONNELL. Senator, we think this is a conversation that
needs to happen primarily at the State level, and we have already
had conversations with our state advocates about the key rec-
ommendations that relate to dementia care. We are encouraging
them to work on these issues in their own State. This, as has been
noted by everybody, is a terrific reference document. You can see
where all the various interests lie, and it helps elucidate the issues,
not just what a group’s perspective is, but what are the kind of
both sides, three sides, four sides of an issue.

At the Federal level, it is less clear. I think as Medicaid becomes
more a part of financing for assisted living, should that happen,
there is more of a stake in this by the Federal Government. But
we would still argue that the variability at the State level is not
a bad thing entirely, that trying to fit assisted living into one box
will reduce some of the flexibility and individuality that is still im-
portant in this industry.

Senator BREAUX. Mr. Madsen, what do you think?

Mr. MADSEN. I totally agree. I believe that the one-size-fits-all
approach would be difficult to employ. We represent different
States, as you do. We have different cultures. I think this is a
great, great point of reference. This is a continuing improvement
process. That is what it needs to be

Senator BREAUX. Suppose the States just ignore it.

Mr. MADSEN. I think that the States have obviously—we are see-
ing many of the States make adjustments in their assisted living
regulations most recently, that they are looking for tools. I know
the States that were in there looking for some guidance that they
can customize to their own States and meet the needs of those resi-
dents. They are very active. States are very active in our industry
and they are doing a good job.

Senator BREAUX. Some are, not all of them.

Mr. MADSEN. Yes.

Senator BREAUX. Mr. Mollica.

Mr. MoLLICA. I think the report will be used by States. They
clearly know about it. They are looking forward to it. I had one
State person suggest that having a recommendation supported by
the Workgroup might help them adopt it in a State where there
might be some opposition. So I think it will be a very useful docu-
ment.

In terms of the Federal process, I think the first role would be
to fund more research. We clearly need to know what works and
what doesn’t, and whether it is the broad approach, the broad defi-
nition that was included in the Workgroup’s recommendation or a
more narrow definition that was preferred by some members of the
Workgroup. We need to know if one set of outcomes is derived from
a certain staffing approach or training approach or levels of care
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versus non-levels of care. We simply don’t know enough about what
works to say that it should be one standard or another.

Senator BREAUX. Thank you. I notice one of the recommenda-
tions is a Center for Excellence in Assisted Living. I have always
felt that when you give consumer choices, that you also have to
give them information about what the choices are. Otherwise, bad
information produces bad choices. So I have always thought that
you ought to be able to go to some type of a national site to look
at, whether it is nursing homes or whether it is toaster ovens or
whether it is assisted living facilities, a type of consumer report on
how the various organizations are doing so that when you make
the choice, you know that you make the choice based on a history
of performance.

Is this what we are talking about on the Center for Excellence
in Assisted Living? Is this a research group, or is this something
that would help provide information to consumers as they go out
and pick the best assisted living facility for their folks or them-
selves?

Mr. McCONNELL. As I understand it, Senator, it is all of the
above. It is to conduct the research to help us get to the point
where we are looking at outcomes. It is designed to provide feed-
back to the industry so that what we learn about good care can be
fed back and care can improve. It can also provide information and
guidance to consumers.

This is a concept that has been around for a while. We were in-
volved in a smaller group several years ago called the Assisted Liv-
ing Quality Coalition. This concept arose then, as well. I think it
is a good idea. There is some nervousness about it, which probably
suggests that it really is a good idea—— [Laughter.]

Perhaps because consumers would have a role in guiding this, as
well as the industry. It is in some ways an embodiment of what
you have tried to do by creating the Assisted Living Workgroup.

Senator BREAUX. There are a lot of issues out there. You men-
tioned the question about who gives out medications in assisted liv-
ing facilities, whether you are going to have to have a registered
nurse or someone with a nursing background or degree to help ad-
minister the medications or whether you can have an aide who has
been trained to provide the meds. All of these things are very, very
important issues of which there are various opinions.

What about, the final thing, licensing according to a degree of
care? Obviously, assisted living facilities can range from those who
are treating very healthy older Americans who need very little help
as opposed to those who need a great deal of help, on the verge of
having to require a nursing home facility, and you would think
that the degree from a licensing standpoint would be different de-
pending on the degree of services they provide. Can you give me
any thought on that, anybody?

Mr. MoLLICA. I think you have to look at the total context of the
regulations to know how either approach would work. If you allow
a more flexible array of services to be provided and serve people
with different needs within the same facility, then, as a regulator,
you have to look at the admission agreement and the staffing pat-
tern and your oversight activities might be done a little bit dif-
ferently than if you were looking at a specific level of care.
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I personally think that the general approach is preferred among
consumers who want to age in place. They don’t want to have to
move when their level of care is no longer appropriate for that fa-
cility. On the other hand, as their level of care changes, there is
a need for the oversight agency to make sure that the staffing pat-
tern and the training of the staff is consistent with the changing
needs of those facilities.

Again, I don’t think there is research one way or the other that
suggests which is better. The level of care approach might be easier
to monitor because you know specifically what you are going to
look for. If the staffing patterns for one level or another are dif-
ferent, you know what to count. If the training requirements are
different, you know what to look for. On the other hand, it doesn’t
have the same amount of flexibility that the broader approach
does.

Senator BREAUX. I don’t want to take more than my allotted
time, but I guess the question is who determines whether an as-
sisted living facility can accept Mr. and Mrs. Smith into a facility?
I mean, some of them are Ritz Carltons. They run beautiful facili-
ties, but they lack in terms, I think, of the amount of medical care
they can give to an individual. How do you regulate that? It is a
very difficult question about whether this person qualifies for a
given institution. I am not sure how we go about setting those
standards. Some people obviously sicker than others. Some need
very little medical attention. Others need a great deal. Should
there be someone that says, no, you cannot take this couple be-
cause they require far too much care, or can a facility take anybody
who shows up with the money to pay the bill?

Mr. MoLLIicA. Well, I think States are, as expected, feeling a lot
of tension in that regard. Some states allow facilities to take care
of whomever they have the qualified, trained staff to serve, and
others will draw some boundaries barriers, some lines. It is either
a list of conditions or the need for 24-hour care or unstable medical
conditions.

I think whichever approach a State uses, they have to look clear-
ly at what the facility’s capacity is and who the staff are. If the fa-
cility isn’t making the proper judgments, and that has been a con-
cern among a lot of regulators, then the oversight agency has to be
there frequently enough to step in and say, your staffing pattern
either has to change or you have to ask this person to move and
help them to do so.

Senator BREAUX. I think that this document has been well put
together. Nothing we do is the final answer to anything, but I
think this really moves the ball down the field in a major way as
far as establishing in one comprehensive document a set of guide-
lines that has been thoroughly discussed, not just by the Federal
Government or not just by the State Government, but by the actual
utilizers of the services, as well as by the providers of the services.

I would hope that this sets a standard or a pattern that we can
utilize on other difficult issues where we bring people to the table
and somehow almost force them to do what has been done here,
and sometimes they do it voluntarily and sometimes they do it with
a little encouragement and sometimes it takes more than a little
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encouragement. But this is a good product and put together by
good people and I thank them for it.

Mr. MADSEN. Senator Breaux, if I may go back and elaborate a
little bit on the Center for Excellence and some of the needs for in-
formation for consumers, because I think that is an important
issue, is there a catch-all checklist that you are going to be able
to go on and seek information regarding each facility or community
out there that is going to be standard and allow you to make
choices for a family member or yourself? No. I don’t believe that is
possible.

Should there be an incredible amount of information provided
and guidelines and tips and the best ways to analyze any of those
situations? Yes. I think we need to do a great job and have done
a much better job in that area because we are focusing on some-
thing that is very, very important, and as a provider and being out
there, it is a life decision. This isn’t buying a car. These are peo-
ple’s lives, and there is nothing, there is not a survey, there is not
a document, there is nothing that will replace going and seeing the
community and talking to staff and talking to residents and talking
to families that have received services there.

Nothing will replace going and visiting and getting the feeling
and interviewing people and finding out the quality, attending resi-
dent council meetings and seeing, does it work in this community,
because they are going to vary, and no checklist will replace that,
ever. These are lifestyle decisions and I think they need to be taken
seriously and I think that is the best way to make those decisions.

Senator BREAUX. I don’t disagree with that, but, I mean, a lot of
families don’t have time to visit ten different facilities.

Mr. MADSEN. I agree.

Senator BREAUX. It would be nice if we could visit every facility
within a city or a State and say, here is the best one for Mom and
Dad.

Mr. MADSEN. I agree.

Senator BREAUX. That information could be a good starting point.
I mean, I have always said that if a facility has had ten fire code
violations last year, I would like to know that somewhere, because
I would say, whoa, I may go visit and see if they have changed it
because it looks pretty bad up front. So I think you need that con-
tinuum of information that kind of gives you a parameter so that
then you can go out and pick the ones that are really good and exit
those who are really bad.

The CHAIRMAN. In other words, it isn’t buying a car, but you
darn well better kick the tires.

Mr. MADSEN. Exactly. Absolutely. You better drive it, test drive
it.

The CHAIRMAN. Senator Wyden.

Senator WYDEN. Thank you, Mr. Chairman. I think all of you
have been excellent, and I think you heard me say at the outset
that my goal is to make sure that every single person in an as-
sisted living facility secures a basic level of protection, and at the
same time, we look at a way to try to be innovative so as to give
industry and providers enough flexibility to avoid some of the prob-
lems that we have in nursing homes.
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I think probably the best way that we can proceed now is to have
you walk us through some of the specific challenges. Let me take
the example of dementia as a way to get us into this debate be-
cause I think that this is an area where we are clearly talking
about a lot of frail people, we are talking about people that cer-
tainly consumer groups have advocated for and many in the indus-
try have tried innovative approaches to care for, as well.

Steve, if you would, tell me what percentage of States, or a num-
ber of States, are not yet where we need them to be with respect
to treating dementia. Give us a sense right now of how serious it
is in the United States with respect to the dementia question.

Mr. McCoNNELL. Bob knows the specific numbers, but a number
of States have regulations, disclosure requirements for special care
units. In other words, those that hang out a shingle claiming to
have a special care unit for people with dementia would face disclo-
sure requirements and there are better restrictions for many of
those facilities. But as I pointed out in my testimony, most people
with dementia are not in special care units, so there is very little
protection from them.

Second, one of the challenges with dementia is that we are, with
advances in science, able to diagnose people earlier. Someone in the
very early stages of dementia needs a whole different set of serv-
ices and care than someone in the later stages, this relates back
to the issue of levels of care. If that is defined simply by a diag-
nosis, that is a problem. That is like saying you get a diagnosis of
Alzheimer’s, you can’t drive. Well, we know that is not appropriate.

So I think the key is as I said, “That there are requirements that
staff be trained to recognize the signs and symptoms of dementia,
and that there be basic training and basic protections in place.”

Bob, you can straighten out the record on this, but I think there
are very few States that provide protections for people with demen-
tia in all assisted living facilities. If they do it at all, it is really
only for special care units.

Senator WYDEN. So would you say a third of the States are not
where the country ought to expect them to be with respect to the
dementia question? What I am trying to do is to give us a sense
on a very key question with respect to striking the balance between
caring for frail and vulnerable people and at the same time ensur-
ing that we will have the providers we need and the flexibility for
them, get a sense of the problem. Then I am going to walk you
through what the report says with respect to the dementia issue.

But first, give me a sense, if you would, of how serious the situa-
tion is with respect to where the States are on this particular key
area of the frail elderly population.

Mr. McCONNELL. Bob, do you have the specifics?

Senator WYDEN. Mr. Mollica

Mr. MoLLICA. Between half and 60 percent of the States do have
provisions for facilities serving people with dementia and about 40
percent or so do not.

Senator WYDEN. So 40 percent of the States have nothing at all
on this?

Mr. MoLLICA. Right.
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Senator WYDEN. Of the States that do have protections for those
with dementia, do we have any sense of whether they are good,
bad, medium? Is this something that the task force looked at?

Mr. McCONNELL. I think most of them, as I said, relate to disclo-
sure requirements so that it is really only a matter of telling people
what is provided, and then only if you declare that you have a spe-
cial care unit. So I think disclosure was a good first step, and is
very important. But, it is not enough.

Senator WYDEN. All right. So we have got 40 percent of the
States with nothing, then we have 50 or 60 percent of the States
with nothing, and Steve and the Alzheimer’s Association says that
it is fairly modest with just disclosure.

Dan, do you want to weigh in on this? Do you have a difference
of opinion on anything?

Mr. MADSEN. I don’t have a difference of opinion. I think, again,
it is a challenge. It is that balance that you are trying to strike,
and that is, I think, a great first step is disclosure and under-
standing what you are qualified to provide in services. I know in
our company, we have chosen not to treat that level of care because
that is not where our specialty lies and there are people that are
very, very good in that area, in the specialty care and Alzheimer’s
area. I think the disclosure piece of making sure the consumer
doesn’t expect to receive care in those areas is a great start.

The identification, to be able to see the signs, I think is good. We
should all be trained to a degree of that in all areas of life. But
I think we also have the personal physician that is working with
the resident and identifying those issues better than we can, and
they are making recommendations on levels of care and where they
should receive those services.

Senator WYDEN. So using this report, how can we take this docu-
ment and upgrade what is done in the dementia area? Senator
Breaux made the point, for example, with respect to making sure
that this just doesn’t gather dust somewhere. I think we can get
pretty significant agreement among consumer groups and patient
advocates and the industry that we need to have a monitoring proc-
ess, and I assume that you are thinking about that in the context
of a national center in some way.

But how do we take this report and use what you have just told
us with respect to dementia, a serious area, to make sure that we
are putting in place the kinds of policies that bring about the
changes we need?

Mr. McCONNELL. It is both to try to get requirements in place
that, for example, staff are trained throughout these facilities, not
just if you have a special care unit. Any assisted living facility
should train staff to recognize the signs and symptoms of dementia.
So that is partly a requirement and partly training. The Alz-
heimer’s Association is trying to help in communities around the
country by providing resources on how to recognize dementia. So
it is both putting some requirements in place and then making
sure that the tools are available to facilities.

I listed out a number of other things that should be put into
State requirements. Each state will vary on exactly how this plays
out.
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For example, on the issue of training, we had some very specific
requirements we wanted to see in terms of training on dementia
care and those didn’t survive. The recommendation was watered
down to get a two-thirds vote. But those are things that we will
push for at the State level.

So some efforts will focus on specific legislative requirements.
Some will focus on working with the industry to try to upgrade the
level of training.

Senator WYDEN. I want to ask just one other question. However,
I really encourage you, in some of these key kinds of questions with
respect to services for the frail that we take additional time to sort
of walk through how we make progress in those kinds of areas. I
think, as much as anything, if we have learned in the past, is if
you can get at these questions early on in the formative days of
policymaking at the State and the Federal level, you are more like-
ly to prevent the kind of blow-ups down the road.

My last question, as I looked at it, there were areas where it
seemed to me we could have some better coordination. For exam-
ple, when a resident is moving in, apparently, the group came to
the conclusion that there ought to be a pre-move-in screening proc-
ess and then an initial assessment. There is going to be some con-
cern about how you coordinate this so you don’t just chew up a lot
of time and additional cost. What efforts are underway to try to
better coordinate some of the ways to address those concerns? Is
that something you brought up in the report, because, I mean, it
is in the report.

Mr. MADSEN. Sure. Absolutely. I think that assessment processes
is a very viable tool. It is something that—important in a—when
a resident moves in, again, it is a life decision and I think it is im-
portant to, one, have the disclosure, these are the services we can
and cannot provide in the setting, and go through the assessment
process, work with the physician, work with the family, work with
the resident to identify the services that you can and will provide
and are saying you will provide and then to what level of quality
and care.

You know, is that something that the States should work with?
Absolutely, and they do. You know, several States are working with
that very accurately. What is that assessment process? What is
that entry process? Again, is that something that comes from the
Federal standpoint? No. I think the States are doing a good job.

Senator WYDEN. I would just rather make sure, for example,
those dollars that may now get chewed up in a duplicative process
are put back into services for people. I think those are the kinds
of choices we are going to have to ensure get made Mr. Chairman,
you have been gracious with the time for questions and I look for-
ward to working with you and Senator Breaux.

The CHAIRMAN. Well, thank you both.

A couple more questions. Robert, do you think there are any ad-
ditional areas of concern that should have been included in this
study or should be included in future examinations and future
studies that this one missed?

Mr. MoLLIcA. Well, I can’t think of one. They did a—— [Laugh-
ter.]

The CHAIRMAN. Now, we have got——
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Mr. MoLLICA. It is a challenge——

The CHAIRMAN. We have got 110 recommendations here that met
the two-thirds requirement, but surely one slipped out that you
thought had to be critical and should be there. [Laughter.]

Mr. MoLLICA. I think the ones that didn’t meet the two-thirds re-
quirement are still worth considering and I am very pleased that
the report included them because it gives stakeholders and regu-
lators an opportunity to look at what is there that they didn’t reach
consensus on for their own deliberations.

The CHAIRMAN. Dan.

Mr. MoLLICA. There isn’t much they have left out.

Mr. MADSEN. I agree. I am glad that we have the supplemental
positions in there so that the States can see what was left out or
what wasn’t approved by the two-thirds so that they can consider
all recommendations, consider all opinions when formulating their
regulations on a State level. I think it is great.

The CHAIRMAN. Stephen.

Mr. McCoNNELL. It is hard to imagine anything that was left
out. If you think about whether this is too prescriptive or not pre-
scriptive enough, most of the groups on the tails of that Bell Curve
you talked about argue that it is not prescriptive enough. So I
think it is really more a matter of defining these things more clear-
ly. It is too bad we couldn’t have come up with a definition we
could have gotten two-thirds vote on. But I think the issues are
laid out clearly here and now it is a matter of playing them out
at the State level.

The CHAIRMAN. Senator Breaux mentioned—another question to
all three of you. Senator Breaux mentioned in one of his comments
that many studies that are done either at the auspices of the Con-
gress or done by Congress end up on library shelves gathering dust
and somebody simply cleans them off a decade or so from now,
might look at them, and might just toss them.

How can we help you, or how can we help the industry elevate
this in a way that it actually get read, gets looked at, is viewed as
a template from which to make decisions, and that we move this
industry in the direction that it ought to be moved in, and that is
at the State level with State regulation to assure those kinds of
quality, some degree of uniformity, as we go through, so that this
isn’t one of those dust-collecting projects? Recommendations, gen-
tlemen, that we, I say we the Congress, we this committee, might
participate in to lift it up?

Mr. McCoONNELL. I suspect that if you threatened legislation——
[Laughter.]

There would be a lot of activity on this, because I think there are
many groups that are interested in preempting federal legislation.
I think there is a genuine interest in addressing this at the State
level, and if there was a fear that something might happen feder-
ally—I mean, the fact that you asked these groups to get together,
my hunch is that many of us came together because we thought,
either on one side, gee, maybe they are going to do something
a}li)out this, or, oh, my God, they are going to do something about
this.

So I think keeping that stick there might not be a bad thing, as
well as continued oversight by the committee. I think it is very im-
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portant you do these kinds of things, where you are asking ques-
tions, you are looking into the issues, paying attention. I think that
will help everybody keep working on this.

The CHAIRMAN. Surely. Dan.

Mr. MADSEN. I believe it is a living document. It is something
that needs to be made available. It should be sent to the States,
all interested parties. We certainly will urge all the providers to
utilize this when looking at their own policies and procedure manu-
als, working with the State regulators. I think knowing that it is
a continual improvement process, that we need to keep it alive. It
is going to change. It is going to evolve. Our market changes and
evolves

The CHAIRMAN. Sure.

Mr. MADSEN. Our residents, and I have seen over the last 15
years change and evolve, and what they are looking for in assisted
living is completely different today than it was 15 years ago, and
it will be different 15 years from now and I think that we should
always have a process in place like this.

The CHAIRMAN. Robert.

Mr. MoLLICA. I think that if you announced that you were going
to have a hearing in 2 years or some period of time to look at what
has happened to the Workgroup recommendations and what have
the States done, that would initiate consideration by states that
might feel complacent that their regs are OK the way they are.
Even if they are, if they just look at it and compare their regula-
tions with the complaint and survey results and compare what the
Workgroup has recommended, it would be worthwhile to make sure
the regulations are working well in a State that may not change
their regulations.

But I think in many other States, they will look at them seri-
ously. At any given time, about half the States are tweaking their
regs or refining them or totally revising them and they will look
to the recommendations for suggestions about what they might
consider.

The CHAIRMAN. John, the last word, if you wish?

Senator BREAUX. Not necessarily the last word, but I think the
observation is correct. I think that while most of the payments for
the assisted living facilities are currently private, I think that more
and more, you are going to be moving into tax credits to buy long-
term health insurance, which would mean that the Federal tax dol-
lar is dramatically involved in it. You will see more and more
States with more Medicaid waivers to allow Medicaid to cover the
costs of these type of alternative facilities.

There certainly is a legitimate national interest to make sure
that the facilities are performing as they are intended to perform,
so what we did with this is to say, look, the Federal Government
doesn’t have all the answers but there is a legitimate Federal con-
cern. So you folks that run the facilities and you folks that utilize
the facilities, see if you can get together and come up with some
recommendations that make sense. Rather than having us go out
into it on our own, we wanted you all to do it as a first cut, and
I think the first cut is a very, very good starting point.

But I do think that we are going to be looking to see what hap-
pens with this document, and it won’t be 2 years from now, it will
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be sooner than that. But I guarantee you that to the extent that
Senator Craig and I can work together on this, we are going to be
saying, we want to know what happens to this wonderful document
and that it is not sitting in a library somewhere. Thank you.

The CHAIRMAN. Gentlemen, thank you very much, and for all the
groups that participated, we want to thank you for your work ef-
fort. We think it is a phenomenal first step and a substantial docu-
ment.

With that, the committee will stand adjourned.

[Whereupon, at 11:17 a.m., the committee was adjourned.]
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AARP appreciates this opportunity to offer a statement on quality in assisted living as the Committee
receives the final report of the Assisted Living Workgroup (ALW). We commend the bipartisan
leadership of the Special Committee on Aging for its ongoing commitment to quality in assisted
living, as evidenced by the series of hearings, studies, and other forums sponsored by the Committee.
We especially appreciate the role played by the Committee in initiating the ALW process nearly two
years ago. AARP has strongly supported the ALW process, and we support the recommendations in
the fina report. That report would not have been possible without the Committee’s leadership and
support.

Background

Assisted living has been one of the most rapidly growing of the supportive service options available
to older persons with disabilities. From the time the term first was used in the mid-1980s, assisted
living has grown from a few pioneering residences to an industry serving nearly 1 million people
with disabilities, At least 32 states now use the term “assisted Jiving” in their statutes and
regulations, Forty-one states use Medicaid funds to serve over 100,000 persons with low incomes in
assisted living or residential care settings.

AARP has been invelved in issues related to assisted living for more than a decade through its
advocacy and research efforts. In 1993, AARP’s Public Policy Institute (PPI) published one of the
first national research reports on assisted livis Since that time, AARP has published numerous
research reports, issue briefs, facts sheets, consumer guides, and advocacy guides related to assisted
living ~ focusing on privacy, legal rights, affordability, regulation, and other important issues.

In 1995, AARP took the lead in convening the Assisted Living Quality Coalition (ALQC), a group of
four provider organizations (American Association of Homes and Services for the Aging, American
Health Care Association, American Seniors Housing Association, and Assisted Living Federation of
America) and two consumer groups (AARP and Alzheimer’s Association). In August 1998, the
Coalition issued its final report, “Assisted Living Quality Initiative,” representing recommendations
on which the six members could reach consensus. Since that time, the report has been used by
pumerous states, accrediting bodies, and the current Assisted Living Workgroup as they developed
standards and quality recommendations. AARP believes that the report is still a valuable resource in
outlining a comprehensive system for promoting quality outcomes for the consumers served by
assisted living.

The Assisted Living Workgroup (ALW)

The enormous growth in assisted living over the past decade and a half is an indicator of the desire of
older persons with disabilities to live with as much independence, privacy. and dignity as possible.
But with growth in numbers and the greater degree of disability among the consumers served have
also come increased reports of quality problems and confusion about what to expect from assisted
living providers. An earlier hearing of this Committee documented some of those quality problems
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and issues related to consumer disclosure. These problems are amplified by the variability in state
efforts to regulate and monitor quality in assisted living.

Convened in August 2001, at the request of this Committee, the ALW has involved countless hours
of dedicated work by many people representing a wide diversity of interests and perspectives. The
process that produced those recommendations was remarkable for its inclusiveness of all national
organizations that expressed an interest in assisted living quality, for its democratic rules that required
a two-thirds vote to approve all recommendations, and for its comprehensive scope.

AARP supports the recommendations in the final report of the ALW. While we have not achieved
unanimity on all issues, the final report should be a valuable resource for states considering reforms
to their assisted living regulations, as well as to providers who want to improve their operations. The
report includes 111 recommendations that enjoyed two-thirds support, as well as, the rationales for
those recommendations. The report also includes numerous proposals that did not achieve such
support. In addition, supplemental positions both in favor and against recommendations are included
in order to present a more complete picture of the issues involved and the various approaches to those
issues.

We will not comment on all recommendations of the report, but the following sections highlight
some of the ALW recommendations that address areas of federal responsibility.

A Philosophy of “Privacy, Choice, Dignity, and Independence”

AARP’s first publication on assisted living in 1993 was entitled, “Assisted Living in the United
States: A New Paradigm for Residential Care for Frail Older Persons?” Much of the discussion and
debate that occurred in the ALW over the definition and core principles for assisted living was still
trying to answer the question posed in the subtitle of that report. Is assisted living a “new paradigm,”
a new type of service driven by a new philosophy of consumer independence and choice, or is it just
a level of care, a way station between independence and institutionalization? While we recognize
that many assisted living residences fall short of the mark, AARP believes that the success or failure
of the assisted living movement must be judged by its adherence to the core principles agreed to by
the ALW — principles that highlight individual “privacy, choice, dignity, and independence.”

So defined, the philosophy of assisted living is part of a much larger movement that is changing the
whole direction of supportive services for people with disabilities. Coincidental with the submission
of the ALW report, today AARP released the latest in its series of “Beyond 50 reports (available at
www.aarp.org/beyond50). This year's report focuses on “long-term independence™ for people who
are living with disabilities. The report includes the results of the first nationwide survey of people
over the age of 50 with disabilities, providing a voice for their hopes, needs, and disappointments.
What came through loud and clear was the desire to remain engaged with families, communities, and
activities that give life meaning. Equally strong was the desire to remain in charge of the decisions
affecting their lives.

AARP's “Beyond 50" report is also premised on the understanding that disability is not simply an
attribute of the individual. something wrong that must be cured or treated by medical means. Rather,
disability is the relationship between individuals and their social and physical environments —
environments that can either be enabling and supportive of independence and dignity or disabling and
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destructive of individual dignity. If assisted living is to realize its potential, the social and physical
environments must reflect and reinforce individual choice and independence.

AARP believes that the ALW report marks a watershed in the growing consensus among consumers,
providers, and professionals of all stripes that the philosophy of “privacy, choice, dignity, and
independence” can only be achieved by providing private occupancy rooms or apartments to assisted
living residents. In 1928, British writer Virginia Woolf was asked to deliver a lecture on women and
fiction. Her rather astonishing conclusion was that “a woman must have money and a room of her
own if she is to write fiction.” What she recognized was that being in control of one’s life, having
money and “a room of one’s own,” were critical dimensions of being a whole, creative person.

As AARP’s “Beyond 507 report documents, one might give the same answer today when asked what
people with disabilities want and need. Assisted living has led the way among the providers of long-
term supportive services in providing private rooms and apartments to the vast majority of its
residents. The great obstacle to providing private accommodations to everyone has been the other
half of Virginia Woolf's answer — namely money. In some states, public reimbursements, primarily
through the Medicaid waiver program, require private accommodations. We at AARP, together with
the vast majority of the participants in the ALW, believe it is time to make a national commitment to
people with disabilities that they will not be condemned by public policy and reimbursement
programs to share living accommodations with strangers in a hospital-like setting.

“Privacy, choice, dignity, and independence” demand a national commitment to private
accommodations, just as our housing subsidy programs long ago required private occupancy. A
person should not forfeit the right to private occupancy housing simply because he or she has a
disability. Moreover, as our colleagues from the Pioneer Network and others in the ALW more
directly involved in nursing home issues would remind us, the same principles should apply
throughout the system of providing long-term supportive services — including to those who need
skilled care in a nursing home. Assisted living may further its philosophy not only by providing
private accommodations to its own residents, but also by serving as a model and, indeed, as a
competitor driving change in other types of services.

Affordability

As the preceding section notes, the philosophy of assisted living argues for systems that allow for a
wider array of options, including consumer direction. Consumers and the decision-makers they
designate should make decisions about the settings in which they live, the types of services they
receive, and those who provide the services. Many of the recommendations of the ALW
Affordability Topic Group relate to providing more reimbursements that support a greater range of
consumer options.

The recommendations also relate to making federal housing programs more responsive to the needs
of those who have disabilities. As a recent AARP Public Policy report notes, the 1.7 million older
households receiving federal housing assistance have characteristics that place them at high risk of
needing supportive services — and at high risk of needing Medicaid reimbursements by virtue of their
low incomes. The residents in subsidized housing report having disabilities at twice the rate of older
homeowners. They also tend to be women living alone with relatively weak informal supports from
family.
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The Department of Housing and Urban Development has a limited program for converting units in
Section 202 elderly housing to assisted living, but no programs provide services in public housing or
other types of subsidized housing. A HUD task force is now looking at examples of providing
assisted living services in public housing. Such efforts should be encouraged by HUD and by
Congress.

Center for Excellence in Assisted Living

Continuing and extending the work of the ALW will require the establishment of a permanent body
charged with promoting quality in assisted living. The ALW has proposed a national “Center for
Excellence in Assisted Living” (CEAL). As recommended by the ALW, the CEAL would be an
independent body with a board appointed to balance the interests of various stakeholders. The CEAL
would be an information clearinghouse charged with: 1) developing and validating performance
measures, including clinical outcomes, functional outcomes, and resident satisfaction; 2) updating
recommendations for state regulation; 3) disseminating the measurement tools developed; and 4)
developing practice protocols that address specific problem areas.

The activities of the CEAL would be helpful 10 a variety of stakeholders. Regular reports on quality
issues to Congress should provide better information for decision-making on important policy issues.
Quality measures should provide a useful basis for consumer decision-making, state monitoring, and
provider quality improvement. Updated recommendations on quality standards should be of use to
states, many of which are currently involved in revising their regulations or their statutes. Congress
could play a useful role in developing these tools and fostering the development of quality
information on assisted living by providing an appropriation to fund the establishment of the CEAL.

Conclusion

Our statement has focused primarily on areas of federal responsibility. But most of the
recommendations of the ALW relate to areas of state or provider responsibility. Recommendations
for state regulation would greatly improve state oversight of services, medication management,
staffing, and resident rights. The Best Practices and Operational Models provided in the Appendix to
the report should be useful to providers looking for ways to improve the quality of services they
provide residents.

The encyclopedic nature of the report may make it unlikely that states will adopt all of the proposals
wholesale, but AARP believes the ALW report will serve as a valuable resource for states as well as a
benchmark for progress in realizing the assisted living philosophy. Once again, we thank the Special
Committee on Aging for your leadership in creating this process, and we look forward to working
with you to implement many of its recommendations.

AARP is a nonprofit, nonpartisan membership organization dedicated to making life better for people
50 and over. We provide information and resources; engage in legislative, regulatory and legal
advocacy; assist members in serving their communities; and offer a wide range of unique benefits,
special products, and services for our members. These include AARP The Magazine, published
bimonthly: AARP Bulletin, our monthly newspaper; Segunda Juvensud, our quarterly newspaper in
Spanish; NRTA Live and Learn, our quarterly newsletter for 50+ educators; and our Web site,
www.aarp.org. We have staffed offices in all 50 states, the District of Columbia, Puerto Rico, and
the U.S. Virgin Islands.
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American Association
of Homes and Services
®
AAHSA for the Aging

Statement for the Record
American Association of Homes and Services for the Aging
U. S. Senate Special Committee on Aging
“Assisted Living: Examining the Assisted Living Workgroup Final Report”
April 29, 2003

The American Association of Homes and Services for the Aging (AAHSA) appreciates
the opportunity to submit this statement for the record of the Committee’s hearing on
assisted living. AAHSA represents more than 5,600 mission-driven, not-for-profit
senior housing and assisted living facilities, nursing homes, continuing care retirement
communities, and community service organizations. Every day, our members serve more
than one million older persons across the country. AAHSA is committed to advancing

the vision of healthy, affordable, and ethical aging services for America.

AAHSA welcomed the opportunity to be involved in the Assisted Living Workgroup
(ALW) to develop a roadmap for assisted living and to take responsibility for shaping the
future of the field. As a member of the Assisted Living Workgroup, Steering Committee
and co-chair of two of the eight topic groups, AAHSA has been committed to furnishing

the Committee with a report that will raise the bar in the assisted living field.

As many have noted, assisted living has experienced phenomenal growth over the past 15
years because it provides a desirable, cost-effective and dignified living environment.
Consumers like the help they receive with everyday living tasks and with varied
challenges to their health status. They love the residential -- rather than institutional --
“feel” of assisted living and appreciate the range of assisted living settings and services
from which they may choose. Assisted living residents value and benefit from a wellness

model -- a blend of social and health services. Supportive services are provided in a way
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that maximizes resident dignity, autonomy, privacy, independence and safety, and takes
the approach of “we will help you take care of yourself,” instead of “we will take care of
you.” The beauty of assisted living is that it covers a broad array of services and settings

to meet the varied needs of residents.

The ALW report, which the Committee receives today, reflects the full complexity of the
assisted living field. The strength of the process that produced it was the diversity of the
groups and individuals that participated. The importance of the report itself is its
portrayal of the view of those groups and individuals that participated. During the past
year-and-a-half, the workgroup’s deliberations have been characterized by lively debate,
consensus and healthy compromise. Where opinions have differed, the process has
provided workgroup participants the opportunity to file supplemental positions, which are

reflected in the report.

Nobody who reads this report can escape the conclusion that assisted living serves a
varied population with varied needs. The other clear conclusion of those reading the
report must be that regardless of the intensity of the divergent views, the resident
remained at the center of the process. The need for safe, high quality, and affordable

options was paramount in all participants’ views.

AAHSA participated in all topic groups and is supportive of the ALW’s report. Asrich
as the entire report is, however, AAHSA believes that it especially moves the field ahead

in three areas: assessment, disclosure, and accountability and oversight.

Assessment

Facilities must be able to assess someone adequately to ensure that the services that a
prospective or current resident needs match the services that a facility offers. This is one
of the most important principles of assisted living. Facilities should be able to tailor their
service package to the residents they serve. For example, some facilities may decide to

have licensed personnel on staff at all times while others may not. In order for assisted
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living facilities to maintain that type of flexibility, they must adhere to assessing the
needs of people in a timely and appropriate manner. If the services that a resident needs
do not match with the services that a facility offers, then the facility should not admit or

retain those individuals.’
Disclosure

Prospective residents must be able to make informed decisions when they are deciding to
enter an assisted living facility. All information conveyed by the assisted living residence
such as marketing materials should be consistent with the contract. Contracts should be
written in simple language and easily understandable. Contracts and agreements should
provide a comprehensive description of services offered, all costs, resident rights, and

any other information that would affect a resident’s stay.’

One of the most misunderstood areas for consumers is criteria for resident transfer or
move-out from an assisted living residence. Consumers need to understand before they
move in and throughout their stay what reasons may be given for them to leave the

facility.?

Accountability and Oversight

The recommendations on state accountability and oversight systems are founded on the
principle that state regulatory models should incorporate standards, monitoring, technical
assistance and remedies. Regulators, providers and consumers should work together in a
participatory fashion when defining regulatory standards. We must move away from a
strictly punitive system to a new paradigm that allows for flexibility and innovation while

ensuring that residents are cared for in a high quality safe environment.*

! Recommendations D.01 Pre-Move in Screening Process, D.02 Initial Assessment and D.03 Services Plans
? Recommendations R.01 Consistency in Contracts and Marketing, R.03 Contracts and Agreements:
Readability and Pre-Signing Review and R.04 Contracts and Agreements: Required Elements

3 D.04 Reasons for Resident Transfer or Move-out from an ALR, D.05 Protocols for Resident Transfer or
Move-Out from an ALR

* AO.06 Components of a State Accountability and Oversight System, AO.09 Licensure of Assisted Living
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Next Steps

The ALW recognized that this report is a beginning, not an end. The ALW recommends
the creation of the Center for Excellence in Assisted Living (CEAL) to carry forward the
work of the group. The CEAL would collect data and move toward developing
outcomes that along with minimum regulatory guidelines will assist consumers,
providers, regulators, legislators and other interested parties to keep this important level
of care in the continuum viable. The CEAL should include broad representation and use

the ALW report as a foundation as the field of assisted living continues to evolve.’

In addition, the work of the ALW must be modeled at the state level. Assisted living
currently is and should continue to be a state-regulated field. It is very important that a
process similar to the national ALW be replicated in the states so that all perspectives are

presented if a state chooses to review its assisted living regulations.’®

AAHSA itsclf has additional plans for the report. With other organizations,” AAHSA

developed in 2002 a bold five-year plan to improve the quality of aging services and to
ensure public trust in the aging field. The Plan, “Quality First: A Covenant to Achieve
Healthy, Affordable, and Ethical Aging Services,” is a promise to the public that aging

service providers are taking responsibility for raising the bar in the field.

Qualify First is rooted in seven core principles, six measurable outcomes, and a clear path
for reaching them. The principles include:

Continuous Quality Assurance and Quality Improvement
Public Disclosure and Accountability
Resident and Family Rights
Workforce Excellence
Public Input and Community Involvement
Ethical Practices
Financial Stewardship

> AD.0! Center for Excellence in Assisted Living
© AQ.03 State-level Public Meetings to Review ALW Recommendations
7 AHCA, NCAL, The Alliance for Quality Nursing Home Care
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The expected outcomes are:

Continued improvement in compliance with regulations
Demonstrable progress in promoting financial integrity and preventing
occurrences of fraud.

* Demonstrable progress in the quality of clinical outcomes and prevention of
confirmed abuse and neglect.

e Measurable improvements in all Centers for Medicare and Medicaid Services
continuous quality improvement measures.

¢ High rates on consumer satisfaction surveys, indicating improved consumer
satisfaction with services.

¢ Demonstrable improvement in employee retention and turnover rates

As AAHSA continues to implement Quality First, it will look to the ALW report for

guidance as it further develops its principles and outcomes in assisted living.

The charge given to the Assisted Living Workgroup by the Senate Special Committee on
Aging in 2001 was to (1) describe what a system of quality and accountability would
look like for assisted living; (2) be inclusive with respect to participation, and (3) be
quick. The ALW has met that challenge. We have described an approach to assisted
living that incorporates guidelines for federal and state policy, state regulation, and
operations. Our recommendations preserve flexibility for residents in terms of services

and setting, while mindful of their other needs for affordability.

AAHSA appreciates the foresight of the Committee and the opportunity to participate in
this milestone process. We feel the outcome is a report that will be a blueprint for

assisted living for many years to come.
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NSCLG

National Senior Citizens Law Center

May 2, 2003

U.S. Senator Larry Craig, Chairman
Special Committee on Aging
Dirksen Senate Office Building
Washington, D.C. 20510-6400

Re:  Assisted Living: Examining the Assisted Living Workgroup
Final Report;
Hearing of April 29, 2003

Statement of Nine Participating Organizations
Representing Interests of Regulators, Older Americans,
Long-Term Care Ombudsmen, and Long-Term Care
Facility Employees;

Submission of Policy Principles for Assisted Living

Dear Chairman Craig:

This letter is submitted on behalf of nine national organizations, representing
the interests of state regulatory officials, older Americans {including assisted
living residents), long-term care ombudsmen and other advocates for
residents, and employees of long-term care facilities. The nine organizations
are listed at the conclusion of this letter.

Each of these nine organizations has participated actively in the Assisted
Living Workgroup. We thank you and the Special Committee on Aging for
convening the Workgroup. Given the ever-increasing use of the term
“assisted living” throughout the country, there is an urgent need to clarify for
consumers what assisted living is, and what standards an assisted living
facility must meet.

P JUSTICE <rINDEPENDENCE XDIGNITY Y SECURITY
1101 L4th St NW, Suite 400, anhmgnm, DU 20005 * 202.289.6976 = Fax: 202.289.7224 » hayy: £ /www nncleorg
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Chairman Larry Craig
Statement Regarding Assisted Living
May 2, 2003

With that need in mind, our nine organizations developed Policy Principles for Assisted Living,
the policy paper enclosed with this letter. In brief, Policy Principles for Assisted Living
recommends that assisted living standards be set by regulation, and not be left to the contract
used by an assisted living facility. An assisted living regulatory system should license more than
one level of assisted living so that, for example, regulatory standards can match residents” health
care needs. Given the increasing amount of Medicaid funding used for assisted living services,
Medicaid standards should protect Medicaid beneficiaries from discrimination, and guarantee a
quality of care that is appropriate to the relatively intensive health care that by definition is
provided within Medicaid-funded assisted living services.

The discussions of the Assisted Living Workgroup brought out many of the important issues in
assisted living today. The dialogue in the Workgroup’s Final Report — between the Final
Report’s recommendations and the supplemental positions submitted by participating
organizations -- is a valuable tool for approaching public policy decisions relating to assisted
living.

That being said, we believe that the Final Report’s recommendations themselves, by and large,
are not well-crafted, and are not good guides for future regulation at either the state or federal
level. The Final Report includes numerous supplemental positions submitted by our nine
organizations. These supplemental positions - generally framed as dissents to the Final Report’s
recommendations — explain the inadequacy of certain of the Final Report’s recommendations.

The inadequacies of the Final Report’s recommendations are in part a result of the following:

. The Workgroup never was able to reach a shared definition of “assisted living.” Also,
although the defining of assisted living logically would be the first step in setting assisted
living standards, definition-setting was not the first but the last item completed by the
Workgroup, more than eighteen months after the process began.

. The recommendations of the Final Report generally were made without recognition of the
significant quality of care problems that exist in assisted living today.
. The Workgroup gave almost no consideration to states’ existing assisted living laws,

whether those laws have been successful or unsuccessful, and how those laws could be
modified or improved.

. The Final Report does not distinguish between different types of assisted living facilities,
even if, for example, one type of assisted living facility provides relatively high-intensity
health care services, and another type of assisted living facility provides no health care
services whatsoever.
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Chairman Larry Craig
Statement Regarding Assisted Living
May 2, 2003

Because the Workgroup’s Final Report, in our opinion, fails to address many important issues,
we developed Policy Principles for Assisted Living. We believe Policy Principles for Assisted
Living provides an important framework for improving the care provided to the many vulnerable
individuals living in assisted living facilities. We look forward to working with you and the
Special Comumittee on Aging toward this important goal.

Sincerely,

=

Eric Carlson, Esq.
National Senior Citizens Law Center, for:

Association of Health Facility Survey Agencies

Center for Medicare Advocacy

National Association for Regulatory Administration

National Association of Local Long-Term Care Ombudsmen

National Association of State Long-Term Care Ombudsman Programs
National Citizens’ Coalition for Nursing Home Reform

National Committee to Preserve Social Security and Medicare
National Network of Career Nursing Assistants

National Senior Citizens Law Center

Enclosure:  Policy Principles for Assisted Living
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Executive Summary

Athough the assisted living mode! can have a
vital place among available long-term care
services, it will fail if it is allowed or expected to be
all things to all people. The vulnerable residents of
assisted living facilities deserve regulatory standards
that define assisted living in an understandable way,
and ensure an adequate quality of care.

Assisted Living Standards Must Be
Strengthened. Recent newspaper stories illustrate

the substandard care that too frequently is observed
in assisted living facilities. Serious problems often
are caused by a dangerous combination ~ vulnerable
physically or mentally disabled residents with signif-
icant health care problems, cared for by a staff with
minimal knowledge. The management and staff of
assisted living facilities often do not have adequate
experience or expertise in providing health care,
even for relatively routine health care such as the
management and administration of medication.
“Assisted Living” Must Be Defined In a
Meaningful Way, and Governed By Standards
That Guarantee a Reasonable Level of
Standards should address the types of care provided,
staffing levels, staff training, fire standards, and

uality.

other important issues. The setting of standards
should not be left to a facility’s admission contract.
1t is unreasonable to expect an elderly individual in
need of long-term care to negotiate the standards
that the facility will follow.

States Should Establish More than One Level

of Assisted Living Licensure. While a single one-

sizefits-all standard may be appropriate for a facility
whose residents have minimal needs, a single stan-
dard is inadequate to protect the increasing number
of residents with significant health or mental health
care needs. Far from protecting the most vulnerable,
a “one-size-fits-all” system reduces standards to the
lowest common denominator. A more effective

system is to license assisted living at more than one
level, with levels defined by the type and severity of
the physical and mental conditions of residents that
the assisted living facility is prepared to accommo-
date. Such a system is used successfully by a signifi-
cant number of states.

Assisted Living Facilities Should Be Subject
To the Same Non-Discrimination Rules that
Govern Nursing Homes, to Assure That Low-
Income Medicaid Beneficiaries Are Treated Fairly.
Too commeonly the assisted living industry wants the
benefits but not the responsibilities of Medicaid
reimbursement. Medicaid-parricipating facilities
should be required to accept Medicaid from resi-
dents who become financially eligible for Medicaid
while residing at the facility. Also, Medicaid-partici-
pating facilities should be required to accept
Medicaid as payment in full for covered services,
and should be prohibited from soliciting supplemen-
tal payments from residents’ family members and
friends.

The Federal Government Should Take an
Active Role In Assuring that Assisted Living
Residents Receive Quality Care. The federal

government has jurisdiction over numerous impor-

tant aspects of assisted living, and federal funding is
responsible for a significant percentage of assisted
living care. In addition, of course, the health and
safety of vulnerable assisted living residents is a
pressing concern. All of these are compelling rea-
sons for an active federal role in assisted living. It is
particularly appropriate that the federal government
review the adequacy of state regulation when evalu-
ating a state’s application for a Medicaid waiver,
given that waiver reimbursement is reserved only for
those Medicaid beneficiaries whose medical needs

are severe enough O warrant nursing home care.




I. Assisted Living Standards Must Be Strengthened.

Assisted living has much promise and, for some resi-
dents, provides a beneficial combination of housing and
services. For too many residents, however, assisted living
services are inadequate or substandard. We believe that
consumers deserve better. Assisted living standards must
be raised, and those raised standards must be enforced in
a meaningful way.

A. “Assisted Living” Is an Expansion of a
Longstanding Residential Care Model.

While the term “assisted living” first appeared fairly
recently, the rerm describes a business that is not neces-
sarily new. At its core, “assisted living” refers to services
provided in conjunction with housing, for persons who
cannot live independently.

In some states, “assisted living” is 2 new name for a
pre-existing licensure category. In some cases the name
change is made formally - in 2002, for example, Colorado
renamed its “personal care boarding homes” as “assisted
living residences.” In other cases the official name is
unchanged, but “assisted living” has become the informal
designation. Californita, for example, has licensed residen-
tial care facilities for the elderly since 1985, and it is those
residential care facilities for the elderly that now are
referred to commonly as “assisted living,” even though the
relevant law still refers to residential care facilities for the
elderly.?

There are currently more than a dozen different
designations for facilities that could be considered “assisted
living,” with more than one such designation in some
states. For example, New Mexico licenses adult residential
care facilities, and operates a Medicaid payment program
known as assisted living.' Michigan licenses adult foster
care facilities and homes for the aged, and also sets out
requirements for contracts used by “housing-with-services
establishments.”* New York licenses adult homes, enriched
housing programs, and assisted living programs.’

For years, residential carefassisted living was under-
stood as a level of care falling berween independent living
and nursing home care. Appropriate consumers of an
assisted living facility were those residents who required
some assistance with activities of daily living, but did not
have extensive medical problems. The very name “assisted
living” suggests that such non-medical assistance was the
principal service provided when the term “assisted living”
moved into circulation in the early 1990s,

Assisted living has moved beyond its initial identity as
a housing option for relatively healthy older people. The
assisted living industry increasingly provides health care
services, and it provides these services to a population that
each year is becoming frailer, more dependent, and more
similar to nursing home residents. Some chains and
independent operators now contend that they should be
allowed to compete directly with nursing homes, especially
for the business of private pay residents.

B. Problems Are Mounting In Assisted Living.

Significant care and safery problems are not uncom-
mon in assisted living. Furthermore, because assisted living
facilities have less professional staff and fewer regulatory
requirements than do nursing homes, and are less closely
monitored by the states, it is likely that serious problems
are more numerous than is currently known.

Recent news articles illustrate some of the problems.
For example, one newspaper investigation of 25 local
assisted living facilities found “[slubstantiated neglect and
abuse cases . . . includfing] an outbreak of 2 highly conta-
gious skin disease that went unchecked for months; a
woman who was attacked in her bed by another resident; a
man whose toe had to be amputated because of neglect;
residents left injured and bleeding on the floors of their
rooms; and a senile resident who wandered away
unnoticed, collapsed and had to be hospitalized.™

In North Carolina, three residents from an assisted
living facility were hospitalized within seven hours, each as
a result of dangerously low blood sugar. The newspaper
report noted that the low blood sugar could have been
caused by inadequate food or improper doses of medica-
rion.” In Florida, “{mjore than 25 residents were removed
from an assisted living facility after state inspectors found
them living with filth, insects and spoiled food, among
other hazards.”™ In another incident from Florida, an owner
and administrator of an assisted living facility was charged
with criminal abuse or neglect in a death possibly caused
by overmedication of an 88 year-old resident.”

Sources:

* See Colo. Rev. Stat. Ann. § 26-27-101.

? See Cal. Heaith & Safety Code § 1569,1 (residential care
facilities for the elderly); Robert L. Mollica, Nationat Academny
for State Health Policy, State Assisted Living Policy 178
(2002) {identifying residential care facilities for the elderly as
California’s assisted living facilities).

2 N.M. Admin. Code tit. 7, § 8.2.2; Robert L. Mollica, National
Academy for State Health Policy, State Assisted Living Policy
328-332 {2002).

< Mich. Comp. Laws Ann. §§ 333.20101(3) (homes for the
aged), 333.26502- 333.26504 (housing-with-services estab-
lishments), 400.703(4} (adult foster care facilities).

5 N.Y. Comp. Codes R. & Regs. tit. 18, § 485.2 (definitions).

¢ Donna Caliea, Assisted Suffering, Daytona Beach News-
Journal, March 10, 2003.

7 Nichole Monroe Bell, Assisted Living Center Under
Investigation, Charlotte Observer, April 1, 2003, available at
<www.charloite.com/mid/obser cal 03.htm>.

¢ Jay Stapleton, “Nasty” Conditions Prompt Removal of
Assisted Living Residents, Daytona Beach News-Journal,
March 15, 2003, available at <www.news-journalonline.com/
NewsJournalOniine/News/LocalareaN3031503 htmy>.

¢ Kathy Ciotola, Owner of Keystone Heights Nursing Home
Charged in Patient’s Death, Gainesville Sun & Associated
Press Newswires, November 3, 2002. Although the headiine
refers to a “nursing home.” the text of the article identifies the
facifity as an assisted living facllity.




Serious problems often are caused by a dangerous
combination — vulnerable elderly residents with signifi-
cant health care problems, cared for by a staff with mini-
mal knowledge. For example, many assisted living facility
residents suffer from significant and progressive demen-
tia,” involving memory loss, altered awareness, dimin-
ished judgment or decision-making capacity, and difficul-
ty with articulating needs. When individuals with signifi-
cant dementia reside in a congregate assisted living set-
ting with inadequate staffing and supervision, there is a
constant risk of neglect, serious injury or adverse medical
consequences from, among other things, falls, malaurri-
rion, weight loss, wandering from the facility, resident-
on-resident physical and sexual abuse, staff-on-resident
abuse, and medication errors.'

The average assisted living resident is more than 80
years old and needs assistance to take medication or
accomplish certain basic activities of daily living.”
Because of advanced age, many residents have several
chronic ailments and rake a number of medications.
They are likely to be susceptible to infections, dehydra-
tion, loss of appetite, and depression, all of which can
lead to system imbalances. They can rapidly develop life-
threatening conditions that require prompt recognition
and treatment by medical professionals.

Risk factors can be reasonably controlled if a faciliry
operator both understands the need to address these risk
factors, and commirs the resources to doing so. A facility
must have competent professional nurse involvement in
resident care, and appropriate numbers of well-trained
and supervised personal assistance staff. But reports from
around the country indicate that assisted living facilities
often do nor anticipate or respond 1o these risk factors as
they should.

The problems facing the assisted living industry, and
those trying to safeguard the interests of assisted living con-
sumers, are serious and complex. Among the factors that
make solving these problems difficult are the following:

* The management and staff of assisted living facilities
often do not have adequate experience or expertise in
providing health care, even for relatively routine
health care such as the management and administra-
tion of medication.

* Assisted living facilities tend to rely excessively on
minimally supervised direct care workers who, in the
absence of professional nursing guidance, are inade-
quarely prepared to assess residents’ health status and
care needs, or to perform complex tasks of care.
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 Residents are sicker and require more care, as com-
pared to assisted living residents five or ten years ago.
The increased acuity level is the result of, among other
things, shortened hospital stays, and in-home care
options and health care technologies that delay long-
term care entry.

Assisted living facilities increasingly are used as resi-
dences for individuals with mental iliness or develop-
mental disability, bur without recognition of those
individuals’ particular needs, and without adequate
social service or mental health support.

There is a need to more closely monitor health starus
changes and incidents involving residents, but assisted
living facilities often are not prepared to do such mon-
itoring.

Although the assisted living industry can have a
vital role to play in the needed array of long-term care
services, it will fail if it is allowed or expected to be all
things to all people. This is a situation that cries out for
more precise regulatory standards than we see in most
states, coupled with meaningful enforcement.

Sources:

* See, e.g., Catherine Hawes, Charles D. Phiffips & Miriam
Rose, High Service or High Privacy? Assisted Living
Facilities, Their Residents and Staff: Results from a National
Survey {2000} (nationwide survey of more than 1,500
assisted living facilities, commissioned by U.8S. Dept. of
Health and Human Services), available at
<http// e.hhs govidaltep/reporisthshpes htm> (executive
summary) .

* A pilot study was conducted of 5 assisted living facilities
from April 1, 1997, to March 31, 1998, under the joint super-
vision of the Alabama Depariment of Public Health and the
Alabama Department of Mental Health and Mental
Retardation. The 5 facilities were permitted to admit resi-
dents with dementia to locked units. Changes in resident
conditions were reported monthly and were closely moni-
tored by both agencies. Almost from the outset, significant
problems were noted in 4 out of 5 facilities in the areas of
weight loss, falls with fractures, elopements, and resident on
resident abuse and staff on resident abuse. The results of
the study have not been published.

* Catherine Hawes, Charles D. Phillips & Miriam Rose, High
Service or High Privacy? Assisted Living Facilities, Their
Residents and Staff: Resuits from a National Survey {2000}.




II. “Assisted Living” Must Be Defined In a Meaningful Way, and Governed
By Standards That Guarantee a Reasonable Level of Quality.

A. Standards Are Needed To Assure an Adequate
Quality of Care.

An older person generally moves into an assisted
living facility because he or she no longer feels safe at
home, or a family member believes that the older person
is not safe at home. For example, this older person may
have progressive dementia, suffer from urinary inconti-
nence, or be partially paralyzed. He or she may need
assistance in dressing, eating, toileting, or bathing, or
have diminished sight or hearing. As is common, he or
she may suffer from a chronic and potentially disabling
disease such as diabetes, hypertension, or arthritis, and as
a result would benefit from regular monitoring by a
nurse.

Most likely, the older person never has lived in an
assisted living facility, and knows little or nothing about
long-term care options. More specifically, he or she likely
knows little of what to expect from “assisted living.”

For the benefir and protection of these vulnerable
individuals, “assisted living” should be defined in a con-
sistent and meaningful way, and assisted living law
should establish standards that guarantee a reasonable
level of quality. Following are examples of standards that
should be set in law: it should be noted thar this list is
not all-inclusive and does not address resident rights and
numerous other important areas of concern.

Levels of Care: As is explained in more detail in
this paper’s “level of care” discussion, assisted living law
wust specify the types of care that are mandated or pro-
hibited in an assisted living setting. Vulnerable individu-
als seeking long-term care deserve a guarantee that cer-
tain services must be provided in an assisted living facili-
ty, and also deserve a clear explanation of what services
cannot be provided. Some flexibility can be provided in
the law - for example, different standards can apply to
different levels of care within the assisted living categoty.

Staffing: Assisted living staffing too frequently falls
at or below a bare minimum. A national study involving
nearly 1,500 assisted living facilities found that “fewer
than half of the residents reported that adequate num-
bers of staff were available at all times. . . . One third of
the {facilities] had no registered nurse on staff, and one
quarter had a ratio of one personal care assistant for each
23 or more residents.””" Assisted living law should set
standards for staffing and staff expertise, make those
standards dependent upon tesidents’ care needs, and
require appropriate participation by nurses and other
health care professionals. Alabama, for example, has spe-
cific standards for assisted living facilities thar specialize
in the care of residents with dementia. In Alabama’s
“Specialty Care” assisted living facilities, a physician

coordinates medical care provided in the facility, and a
registered nurse assesses resident needs. Alabama regula-
tion sets minimum staffing levels to make sure thar resi-
dents always have at least a respectable minimaum of
direct-care assistance.™ Such standards can be - and
should be — extended beyond dementia to assure that the
care needs of all residents are met consistently.

Training of Direct Care Staff: Assisted living law
should set requirements for basic training of direct care
personnel. These requirements should include standards
for trainer qualificarions, as well as standards for course
curriculum and competency testing.

Fire Standards: In just the past few months, several
fires in long-term care facilities have killed and injured
residents who were unable to escape due to physical dis-
ability or mental impairment.” Standards should be set
that protect those residents who cannot protect them-
selves.

B. The Setting of Standards Should Not Be Left to a
Facility’s Contract.

Many assisted living providers claim that important
assisted living issues should be determined by the facili-
ty's contract, rather than by regulation. Under such a
model, a stare’s law would set few substantive standards,
and instead would require that certain important issues
be addressed in a facility’s individual contract with a resi-
dent.

Such a contract-reliant model is wholly inadequate.
it is grossly unfair to consumers.

The term “assisted living” becomes meaningless if it
represents something different in each individual con-
tract berween a facility and a resident. Under a contract-
reliant model, the contract of one “assisted living” facili-
ty could state that a dementia diagnosis is a reason for
eviction, while the contract of a second “assisted living”
facility could state that the facility can provide around-
the-clock nursing care. For the benefit of consumers,
there should be different terminology for facilities so
dramarically different ~ for example, under the level-of-
care system used in Florida, an assisted living facility can

Sources:

* Catherine Hawes, Charles D. Philips & Miriam Rose, High
Service or High Privacy? Assisted Living Facilities, Their
Residents and Staff: Resulis from a National Survey 61-62
{2000},

** Ala. Admin. Code r. 420-5-20-.04.

* See, e.g., Associated Press, Nursing Home Fire Search
Warrant Issued, Feb. 27, 2003 {ten persons killed in fire in
nursing home in Connecticut); Nancy Wride, Torrance Rest
Home Fire Kills Two, L.A. Times, Dec. 31, 2002




be licensed for Limited Nursing Services or, in order to
provide additional nursing services, can be licensed for
Extended Congregate Services."

Providers claim that assisted living contracts are
“negotiated” with consumers but, in the real world,
assisted living facilities prepare standard contracts, and
those contracts are presented to incoming residents on a
rake-it-or-leave-it basis. In any case, it is unreasonable to
expect an elderly individual in need of long-term care to
negotiate the care that is needed and must be provided,
or the standards that the facility should follow. This is
particularly true in relation to the unknown and unpre-
dictable needs that the resident likely will have in the
furure.

The danger of the contract-reliant model is shown
by the continued emphasis by assisted living providers on
the waiver-of-liability contractual provisions which
euphemistically are known as “negotiated risk” or “shared
responsibility.”" Although providers suggest that these
“negotiated risk” agreements are benign documents that
allow a facility to honor a resident’s preferences, “negoti-
ated risk” actually refers to an agreement that allows an
assisted living facility to admit or retain a resident whose
needs the facility cannot meet, and that has the resident
release the facility from any liability arising from the
facility’s inadequate care.™ A public policy director for an
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assisted living corporation claims “that negotiated risk
can protect [the] facility from regulatory action and/for
litigation, and can justify non-intervention on the part
of staff members.””

Source:

** Fla. Admin. Code Ann. r. 58A-5.030- 5.031.

” See, e.g., Kenneth L. Burgess, Negotiated Risk Agreements
In Assisted Living Communities {1999) {(manual produced by
Assisted Living Federation of America); Allen A. Lynch &
Sarah A. Teachworth, Risky Business: The Enforceability
and Use of Negotiated Risk Agreements, 1 Seniors Housing
& Care Journal 3 (2002) (defense of negotiated risk agree-
ments, authored by provider attorneys).

* See, e.g., Joel 8. Gotdman, Potential Legal Roadblocks
Ahead for Assisted Living in ALFA Fall 2001 National
Conference & Expo Coniference Proceedings 299 (Oct. 21-
23, 2001), as cited in Allen A. Lynch & Sarah A. Teachworth,
Risky Business: The Enforceability and Use of Negotiated
Risk Agreements, 1 Seniors Housing & Care Journal 5 n.11
(2002); see aiso Eric Carison, In the Sheep’s Clothing of
Resident Rights: Behind the Rhetoric of “Negotiated Risk™ in
Assisted Living, NAELA Quarterly, Spring 2003 (upcorning},
available at <www.nsclc.org>.

*® Why Your Facility Should Have Negotiated Risk Agreements,
Briefings on Assisted Living, June 2000,
<www.snfinfo com/articles/BALOBO0C . cim>, reviewed on
internet on April 3, 2003.




III. States Should Establish More than One Level of Assisted Living

Licensure.
A. “One-Size-Fits-All” Does Not Fit Well.

Strates license assisted living facilities in order to
protect the health and safety of residents, yer some state
licensure systems apply “one-size-fits-all” standards ro all
assisted living facilities, regardless of the needs of the
facility’s residents. While a single standard may be
appropriate for a facility whose residents have minimal
needs, a single standard is simply inadequate to protect
the increasing number of residents with significant
physical and mental health care needs. Indeed, far from
protecting the most vulnerable, a “one-size-fits-all”
system reduces standards to the lowest common
denominator.

In states with a single set of standards, assisted living
providers set the range of services they will offer beyond
those required for licensure, within any parameters (e.g.,
restrictions on the provision of certain services in
assisted living) set by the state. Some providers offer only
the minimum services required for licensure ~ meals plus
limired supervision and assistance with routine activities
of daily living. Others may serve residents with signifi-
cant needs, including those with severe dementia and
those whose care needs could justify nursing home care.
Still others offer services somewhere between the two
extremes, carving out certain services that they choose
not to provide.

As discussed above, this model creates a system of
standards set by contract and offers lirtle protection to
the consumer. In practice, consumers have no way of
knowing whether providers have adequate staff to
provide quality care, and no guarantee that the standard
of care or the services offered will continue. Consumers
are frequently frail, perhaps suffering from dementia, and
their families are anxious and stressed. They generally
are in no position to inquire abour staffing or to under-
stand the information they are given, to compare one
facility to the next, or to understand pre-printed
contracts that are long and complex.

B. Level-of-Service Licensing Enables Consumers to
Make Meaningful Comparisons, and Facilitates
Establishment of Appropriate Standards.

A more effective system is to avoid the “one-size-fits-
all” model and instead license assisted living at more
than one level, with levels defined by the type and
severity of the physical and mental conditions of
residents that the assisted living facility is prepared to
accommodate. In a level-of-service licensure model, the

state establishes two or three levels of licensure, each
with certain requirements that providers must meet in
order to be licensed ar that level. Idaho and Maryland
have established three levels of licensure based on
services offered;™ Arkansas, Florida, Mississippi, and
Utah each have two levels.®

The most significant distinction between levels is in
the health care provided. In Arkansas and Maryland, for
example, Level I facilities are not permitted to admin-
ister medications; in Arkansas, only Level 11 facilities
may house or provide services to residents whose medical
needs would qualify them for nursing home care.”

Level-of-service licensure provides information that
consumers otherwise would lack. By informing con-
sumers what conditions a faciliry is or is not licensed o
accommodate, a level-of-service system allows the
consumer to choose a facility from the desired licensure
category and, in deciding among facilities, to compare
“apples with apples.” Level-of-service licensure also
allows states 1o establish appropriate standards for
staffing levels and staff qualifications, special care or
services, participation by health care professionals, and
fire safety.

Level-of-service licensure benefits assisted living
facilities by allowing them to choose what kind of
services they will provide. Some may prefer not to offer a
high level of services. Those opting to limit their services
to meals, supervision, and limited assistance with
activities of daily living would be licensed at a lower
level. On the other hand, facilities desiring to continue
serving residents whose needs increase could license at a
higher level, allowing the facility to offer a full range of
services from relatively low to high, under standards that
help assure that a resident’s needs will be met adequately.

Level-of-service licensure also can promote afford-
ability in assisted living. It can limit the operaring costs
for facilities that choose not to offer more complex
services. It also can limir expenses for private-pay
consumers with fewer care needs, by allowing them the
option of selecting (and paying for) a facility that offers
only a lower level of service.

Sources:

# See ldaho Admin. Code § 16.03.22.400; Code Md. Reg. tit.
10, §§ 10.07.14 et seq.

» See Ark. Code Ann. §§ 20-10-1701 ef seq.: Florida Stat. §§
400.401 ef seq.; Fla. Admin. Code Ch. 58A-5; Miss. Code
Arn. § 43-11-1; Code Miss. R. 1202.1 et seq.; Utah Code
Ann. §§ 26-21-1 et seq., Utah Admin. Code 432-1-1,

# Ark. Code Ann. §§ 20-10-1701 et seq.. Md. Regs. Code tit.
10, § 10.07.14.04(FH{2)-{4).




In addition, level-of-service licensure can improve
access to assisted living for low-income consumers, by
encouraging facilities to participate in the Medicaid
program. In most states, Medicaid funding can pay for
assisted living services provided to Medicaid-eligible resi-
dents whose care needs could justify nursing home care.
Licensure levels help a state to identify facilities appro-
priate for Medicaid payment, to assess whether residents
in question will be provided the Medicaid-funded servic-
es. In Maryland, for example, Medicaid payment for
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assisted living services is available only to residents of
Level 2 and 3 facilities.” In Arkansas, Medicaid payment
is available only to residents of Level Il facilities.®

Sources:

* While state policy does not specifically require Leve! 2 or 3
ticensure as a condition of facility certification, as a practical
matter only Level 2 and 3 facilities are licensed to provide
the level of care required by the state Medicaid waiver pro-
gram. See Md. Regs. Code tit. 10, § 10.09.54.16.

* Ark. Code Ann. §§ 20-10-1701 ef seq.




IV. Assisted Living Facilities Should Be Subject To the Same Non-
Discrimination Rules that Govern Nursing Homes, to Assure That
Low-Income Medicaid Beneficiaries Are Treated Fairly.

A. The Medicaid Program Covers an Increasing
Number of Assisted Living Residents.

Assisted living is moving rapidly beyond its initial
identity as a housing option for relatively healthy and
financially secure older people. The assisted living indus-
try increasingly provides health care services, not just
housing and personal care services, and it provides these
services to a population that is becoming more frail and
more similar to nursing home residents each vear.

Under the banner of “affordable assisted living,” and
with the goal of extending the option of assisted living to
a less wealthy clientele, the assisted living industry cails
for public reimbursement of assisted living services. In
practice, “affordable assisted living” translates into reliance
on the Medicaid program to pay for health care services
in assisted living facilities. Pursuant to federal Medicaid
law, these Medicaid funds are used to pay for the care of
residents suffering from medical conditions significant
enough to warrant admission into a nursing home.

In fact, use of Medicaid money for assisted living
care is expanding at a breakneck pace. Medicaid benefi-
ciaries receiving assisted living as a Medicaid-funded
service grew 70 percent between 2000 and 2002, from
60,000 to 102,000 individuals.” By October 2002, 41
srates authorized their Medicaid programs to pay for
assisted living services.”

B. Facilities Voluntarily Accepting Medicaid
Payments Must Comply With Medicaid
Requirements.

Participation in the Medicaid program is voluntary
for a health care provider. In agreeing to accept Medicaid
reimburseraent, a health care provider promises to com-
ply with program participation rules, including rules pro-
hibiting discrimination against Medicaid beneficiaries,
and protecting beneficiaries’ limited income and savings.

Too commonly the assisted living industry wants the
benefits but not the responsibilities of Medicaid reimburse-
ment. But fairness to Medicaid beneficiaries ~ who, by
definition, have few resources and limited incomes -
demands that these standards be applied to and enforced
in assisted living facilities.

C. Medicaid-Participating Facilities Should Be
Required To Accept Medicaid From Residents
Who Become Financially Eligible For Medicaid
While Residing At the Facility.

A Medicaid-participating nursing home must accept
Medicaid payment on behalf of a resident who becomes
financially eligible for Medicaid during his or her stay.”
A similar rule must apply in assisted living. 1t would be
unconscionable to allow & Medicaid-participating facilicy
to refuse Medicaid payment from a resident whose new

Medicaid eligibility is the result of spending the last of
his or her financial resources for assisted living care. If a
facility were to be allowed to refuse Medicaid payment
under such a situation, the tesident inevitably would be
evicted for nonpayment.

D. Medicaid-Participating Facilities Should Be
Required To Accept Medicaid As Payment in Full
for Covered Services.

To assure that Medicaid beneficiaries have full and
independent access o care, longstanding Medicaid rules
require Medicaid-participating health care providers to
accept Medicaid as payment in full for Medicaid-covered
services.™ As a result, a Medicaid beneficiary can be
required to pay only the deductibles and co-payments
authorized by law.” In addition, Medicaid rules prohibit
health care providers from soliciting or receiving pay-
ments from a beneficiary’s family members or friends.”

These provisions establish a commonsense frame-
work for public payments. By definition, Medicaid-eligible
individuals are poor, and Medicaid rules require them to
spend all their income ~ aside from a subsistence-level
allowance ~ as a monthly deductible for Medicaid cover-
age. Without the legal protections, Medicaid-participat-
ing health care providers could restrict admission and
services only to those Medicaid beneficiaries able to
obtain supplemental payments from a family member or
friend. If a beneficiary were unable to obtain supple-
mental payment, she would be denied necessary care and
services.

These important protections must be extended
explicitly to Medicaid-participating assisted living
facilities. A Medicaid-participating facility must accept
Medicaid payment as payment in full for Medicaid-
covered services, and must accept a Medicaid beneficiary'’s
available income - including federal and state income
supplements under the Supplemental Security Income
program — as sufficient payment for room and board.
Onee a facility has agreed to accept Medicaid reimburse-
ment, the facility must not discriminate against Medicaid
beneficiaties or Medicaid payment.

Sources:

* Robert L. Mollica, Coordinating Services Across the
Continuum of Health, Housing, and Supportive Services,
Journal of Aging and Health, vol. 15, no. 1, at 165, 172 (Feb.
20083).

* Robert L. Mollica, National Academy for State Heaith Policy,
State Assisted Living Policy 77 {2002} (within executive sum-
mary).

# 42 U.8.C. § 1396r(c)4), (B}(ANi); 42 C.FR. § 483.12(c),
(d)f).

#42 G.FR. § 447.15.

42 U.8.C. § 1398a(a)(17).

* 42 U.8.C. §§ 1320a-7b(d), 1396a(a)(28}, 1386r(c)(5)(A).




V. The Federal Government Should Take an Active Role In Assuring that
Assisted Living Residents Receive Quality Care.

A. A U.S. Senate Committee Has Recognized the
Need to Protect Assisted Living Residents.

In April 2001, the Senate Special Committee on
Aging held a hearing entitled “Assisted Living in the
21st Century: Examining Its Role in the Continuum of
Care.” During the hearing, Senators repeatedly voiced
questions and concerns about the well-being of vulnera-
ble assisted living residents. For example, Senator Larry
Craig {now Chairman) stated: “We must ask whether the
States and the industry are doing enough to protect the
elderly who rely on assisted living facilities.” In a hearing
a year later, Chairman John Breaux (now Ranking
Member) noted many “unanswered questions” involving
assisted living facilities “in terms of even what we call
them, how we classify them, whether they are going to
be State approved, federally approved, fand] whether
States will have rules and regularions abour the quality of
care in these facilities.”

During the 2001 and 2002 hearings, Senators have
thought it premature to draft federal legislation govern-
ing assisted living. The Senators have noted, however,
that if consensus on standards is not reached, it might be
incumbent on Congress to act to ensure sufficient regula-
tory standards.

The April 2001 hearing was the genesis of the
Assisted Living Workgroup which, despite a laborious
process, has been unable to reach consensus on meaning-
ful, enforceable standards for the assisted living
industry.” Thus, many of the Senators’ questions and
concerns remain unresolved.

B. Existing Law Establishes Federal Jurisdi
Important Aspects of Assisted Living.

Over

The federal government already has jurisdiction to
address many problem areas in assisted living. For
example, the Federal Trade Commission has authority to
protect consumers from the false advertising and unfair
and deceptive contractual provisions that have been
observed in the assisted living industry.”

Some government jurisdiction is based on the signifi-
cant amount of federal money paid for assisted living
services. The housing costs of assisted living often are
subsidized by payments or below-market loans from the
Deparrment of Housing and Urban Development, or the
Department of Agriculture. The service costs of assisted
living increasingly are funded by Medicaid or Medicare.
Medicaid payments generally are made through “waiver”
programs in which Medicaid covers all service costs
(excepr for the resident’s monthly deducrible); other
Medicaid programs pay only for certain health care
provided to residents. Medicare payments generally cover
certain health care reimbursable under Medicare Parts A
and B.

C. The Federal Government Should Exercise its
Authority to Ensure the Quality of Assisted Living
Services Funded Through Medicaid Waivers.

As explained immediately above, the federal govern-
ment has jurisdiction over numerous important aspects of
assisted living, and federal funding is responsible for a
significant percentage of assisted living care. And, of
course, the health and safety of vulnerable assisted living
residents is a pressing concern. All of these are com-
pelling reasons for the federal government to take an
active tole in assisted living.

it is particularly appropriate that the federal govern-
ment more diligently exercise its discretion in evaluating
Medicaid waiver applications. The “waiver” of Medicaid
law allows states to establish assisted living facilities as
an alternative to nursing homes. Waiver reimbursement
is reserved only for those Medicaid beneficiaries whose
medical needs are severe enough to warrant nursing
home care.”’ Currently federal Medicaid waivers pay for
assisted living services for 102,000 residents in forty-one
states, establishing the federal government as a major
purchaser of assisted living services.*

Under existing law, the federal government has
broad discretion that can be exercised to respond to the
vulnerable condition of residents receiving assisted living
services under a Medicaid waiver. The relevant federal
statute requires states to establish “necessary safeguards . .
. to protect the health and welfare of individuals provid-
ed services under the waiver and to assure financial
accountability for funds expended with respect to such
services.”" The corresponding federal regulation requires
*adequate standards” along with enforcement of the rele-
vant state licensure rules.” Under this federal faw, the
federal government has authority to be more discriminat-
ing in evaluating the state standards applicable to the
more health-impaired population that receives assisted
living services through a Medicaid waiver.

Sources:

o See Assisted Living Workgroup Final Report to the U.S.
Senate Special Commitiee on Aging (April 2003}, available
af <www.alworkgroup.org>.

 See 15 U.S.C. §§ 45, 52-54, 57a. 57 {FTC authority); see
also General Accounting Office, Quality-of-Care and
Consumer Protection Issues In Four States, Report No.
HEHS-88-27 (1899} (vague and misleading advertising and
contracts in assisted living).

* See 42 U.S.C. § 1386n(c).

* Robert L. Mollica, Coordinating Services Across the
Continuum of Health, Housing. and Supportive Services,
Journal of Aging and Health, vol. 15, no. 1, at 185, 172 (Feb.
2003); Robert L. Mollica, National Academy for State Health
Policy, State Assisted Living Policy i {2002} {within execu-
tive summary).

* 42 U.S.C. § 1396n(CH2)(A).

= 42 C.ER. § 441.302(a)(1), (2.




VI. Conclusion.

“Assisted living” is an attractive and appealing term.

But 10 this point the reality of assisted living has fallen
far short of the images evoked by the term.

Assisted living standards must be strengthened so
that the term “assisted living” has real meaning. These
standards should define levels of care within the broad
category of assisted living, so that consumers can choose
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among like facilities. Within each level, these standards
should ensure that the staff is adequate in numbers and
expertise to address residents’ needs. Also, these
standards should require that low-income Medicaid
recipients be treated fairly, and pay parricular attention
to the needs of those health-impaired individuals whose
care is reimbursed through Medicaid waivers.
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IDALA

Idaho Assisted Living Association

Statement of

Bill Southerland
President, Idahe Assisted Living Association

Before the
U.S. Senate Special Committee on Aging
April 29, 2003

Chairman Craig, Ranking Minority Member Breaux, and Members of the Committee:

On behalf of the Idaho Assisted Living Association (IDALA), I want to thank you and your staff
for the passion, conviction, and leadership to protect our senior citizens. IDALA shares your
commitment and has enjoyed working closely with you to provide a safe, home atmosphere for

the elderly and disabled that provides dignity, independence, and choice.

I am proud to report that 1daho has been in the forefront of assisted living regulations, balancing
safety and health with the resident’s desires to retain their independence and freedom of choice.
While some states are still in the process of defining assisted living, 1daho has a mature set of
statutes and rules ensuring a safe and nurturing environment for residents. Idaho was the first
state in the United States to require administrator certification. All assisted living administrators
in Idaho must take an assisted living training course and then pass the nationally recognized
NAB exam for residential care providers. The Bureau of Occupational Licensing then requires

an FBI background check before issuing a Residential Care Administrator’s license.

Most recently, in an effort to save consumers and providers money, the Idaho Assisted Living
Association sponsored a concurrent resolution in our state Legislature that allows unopened,
unused medications to be returned to pharmacies for credit by either Medicaid or the individual
payer. | wanted to inform you of Idahos current regulatory status because it directly relates to

the Committee’s concerns about the level of quality provided under different state regulations.

idaho Assisted Living Association * 4708 Fairview Ave, Suite 100 * Boise, ID 83706
Telephone: 208-375-4148 * Fax: 208-375-4170 * E-mail: idala@fiberpipe.net * Web www.idala.net
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Please allow me to submit a short list of state government agencies who currently have oversight
of assisted living in the state of Idaho:

a) Bureau of Facility Standards (Health and Welfare)

b) Idaho Board of Qccupational Licensing

¢} Idaho Board of Pharmacy

d) Idaho Board of Nursing

e) Universal Building Code Commuercial Requirements

) Idaho Health District

The very ingredients that have created such success here in Idaho will be undermined by

additional regulations recommended by the ALW. For example:

1) Rural health care. In Idaho, rural health care would likely become cost-prohibitive. In some
instances, the recommended education and training are completely unavailable. Of our 265
facilities in idaho, 122 homes have 15 beds or less. Some are new, state-of-the-art buildings, and
others converted homes or renovated schools. They may be operated by non-profit or for-profit
companies. Many of the recommendations seem to be more suited to large corporate facilitics
than the smaller rural facilities such as those in Idaho. What this means to the elderly widow is
that the only care provider available will be in a larger town, often far from her friends, family,

and community support system.

2) Rising cost of health care. It has been our experience in ldaho that increased regulations
often bring with them more costs. Requiring significant additional training above present Idaho
requirements for caregivers means the owner of the facility will pay even more for these sessions
with no guarantee that the employee will even stay and work at the facility. Once again, in
Idaho, the travel 1o a training facility alone may be cost-prohibitive, especially for rural care

providers.

3) States” rights. In reading through the recommendations thus far, the group appears to take a

national approach as the best way 10 achieve quality care. IDALA members are concerned that
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the ALW report does not address differing lifestyles, varying state geographies, or state

urban/rural mixes.

4) Customer Choice. The most important difference between assisted living and other long-term
options is choice. A typical resident is a widowed or single woman in her eighties. However,
Idaho assisted living residents can be young or old, affluent or impoverished, mentally ill or
brain injured, developmentally or physically disabled. Residents may suffer from Alzheimer’s
disease or other memory disorders. Residents may also need help with incontinence or mobility.
As such, flexibility and choice, for both the consumer and provider, must be preserved. If only
large corporate assisted Hiving communities in our highly populated areas can afford to
implement added regulations brought on by the recommendations, it will eliminate much of the

choice among small facilities that Idaho residents presently enjoy.

IDALA understands that the ALW report is simply a first step in a very important dialogue that
needs to take place. Both the Senate Special Aging Committee and the ALW are to be
commended for bringing the stakcholders together and moving the dialogue forward. However,
as suggestions become initiatives, and initiatives often become proposed legislation, | implore
you 1o consider our comments before implementing any federal mandates. Your decisions and
recommendations affect not only the care providers themselves but, more importantly, the
hundreds of thousands of elderly and disabled who consider assisted living facilities their homes.

in Idaho, we can tell you what works and what won’t, based on over 30 years of experience.

We see the ALW recommendations as another huge government document that limits consumer
choice, especially in rural areas. It could potentially increase the cost of health care through
over-regulation and unfunded federal mandates to states. Over 6,000 residents in over 250
facilities in Idaho choose to call assisted living their home, Please do not limit these choices by

trying to fix something that isn’t broken, Thank you.
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Chairman Craig, Senator Breaux, and members of the Committee, my name is Tom
Grape, and I am the Chairman and Chief Executive Officer of Benchmark Assisted

Living, headquartered in Wellesley Hills, Massachusetts.

I also serve as Chairman of the Assisted Living Federation of America (ALFA), the
largest association exclusively dedicated to the assisted living industry and the population
it serves. With more than 40 state affiliates nationwide, ALFA represents over 6,000 for-
profit and not-for-profit providers of assisted living as well as a diverse range of

organizations involved in the assisted living industry.

On behalf of ALFA. I would like to extend our thanks and gratitude to the Committee for
its leadership and commitment to improving quality care in assisted living. We commend
the Committee and staff for proposing the formation of the Assisted Living Workgroup
»»»»»»»»»» a milestone undertaking in the history of assisted living and one that will serve as a

reference point for state regulatory activities in the years ahead.

On the occasion of the release of the Final Report of the Assisted Living Workgroup, it is
my privilege as Chairman of ALFA to reaffirm our industry’s commitment to fostering

the highest quality care for the residents entrusted to our homes.

1 can also speak from experience as a provider of assisted living services on a daily basis

to approximately 1,500 residents in seven northeastern states. Over 200 of our residents

receive reimbursement through Medicaid in my home state of Massachusetts. In my

ALFA Statement, April 29, 2003
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company, we sum up our values in three words, by saying that at “Benchmark, 1t’s
PERSONAL.” This simply means we are in the business of personalizing services for
our residents by respecting them as individuals with different values, needs, desires, and
life experiences. We know what time our residents like to get up in the morning and what
time they like to go bed. We know their hobbies and interests so we can provide them

with an array of opportunities to enjoy their lifelong pursuits. We know that in most

cases, the families and residents view us as the closest thing to family they have outside

of their own. And, of course, we know what it takes on a day-to-day basis to help each of
our residents live their lives with dignity, respect and a true sense of independence. In

sum, knowing and thinking about our customers is what drives our business.

The same commitment to a resident-centered focus in operations is true in the
overwhelming majority of assisted living communities across the nation. At the same
time, we are aware that there are some bad apples in the bunch. And to that I say, on
behalf of ALFA., we fully support strong and effective state regulations to safeguard
frail and vulnerable seniors from care that does not meet recognized standards for

quality.

ALFA shares the Committee’s concern with what constitutes those recognized standards
of quality across the states. And that brings me to the central point of my statement: It is
ALFA’s strongly held principle that quality improvement starts with consumer

choice and state flexibility. Our Supplemental Position to the Final Report of the

ALFA Statement, April 29, 2003
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Assisted Living Workgroup, which is attached to my statement, elaborates on this point

in more detail.

However, I wanted to share with the Committee my personal view on what | believe
quality means to residents and families, as well as to the continued success of assisted

living as the consumer’s preferred alternative to institutional long-term care.

A generally accepted view is that quality in assisted living can be seen from different but
equally important perspectives. One perspective is that quality can be viewed in terms of
regulatory compliance with specific licensing requirements — whether care is provided
to a resident in a timely fashion and in accordance with accepted or prescribed standards
of practice. Another perspective on how we define and evaluate quality is to look through

the eyes of the residents we serve.

Residents in assisted living communities make real choices every day about the care they
want to receive and how it will be provided. Residents also make the sort of common,
everyday choices with which we all are familiar in our daily lives. As a provider, I can
attest that having the flexibility to find creative ways to respond to each resident as an
individual is what makes assisted living such a successful model of care for thousands of

seniors.

1 asked a few of our staff in the hallway the other day for examples of how they felt they

had recently served residents in a personal or meaningful way. The responses came fast

ALFA Statement. April 29, 2003
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and furious — ranging from knocking out a wall to give a resident the living space he
wanted to observing a tearful daughter hugging an employee because she was so
appreciative of the dignity and support her legally-blind mother was given in adapting to
a new environment. One staff member described giving a dying resident’s daughter the

chance to live in a room next door to her mother in the last few months of her life.

I was perhaps even more struck by the examples thrown out to me as more “mundane”™
and “typical,” such as staff and residents working together to build a work bench for a
resident who loved fiddling with tools or the immense satisfaction staff get from seeing a
resident dramatically transform in her physical and emotional well-being after she has

settled in from moving.

In an assisted living community it is not uncommon for residents to inquire, “If I was
doing this in n1y own home, can | do it while I am living here?” I hope to be living
testimony to the answer to this question, when the time comes, and it is, “Absolutely, you

can do it here, This is your home!™ And it is for that fundamental reason that residents,

and in some instances their surrogates, should have equal, shared authority to say what
constitutes an evaluation of quality in their assisted living homes. Respect for consumer
choice is synonymous with ALFA’s call for quality standards te be more consumer-

centered.

The concept of consumer choice is not merely a nice-sounding catch phrase. It has real

meaning and importance for how quality is defined and evaluated in a regulatory system.

ALFA Statement, April 29, 2003
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Obviously, the consequences of poor care can amount to more than just a dissatisfied
customer. We agree that some process standards must be followed to avoid disastrous
results. But as a provider, and as an industry, our continued growth and success depends
very much on how well and how quickly we can respond to our customers’ changing
needs. Plus, our customer base is changing, as the demographics in America clearly
show. New generations of seniors bring with them new life experiences and expectations.
Consider for a moment the profound impact the Baby Boom generation has had on all
aspects of our culture. Then you can appreciate why assisted living in the future must

continue to be able to adapt and respond to new customer expectations and demands.

This point underscores the importance of state flexibility. There are substantial benefits to
be gained by allowing each state the flexibility to design assisted living to fit the unique
and individual circumstances of its culture and its system of long-term care. This
principle of state flexibility extends down to the provider as well, so we, in turn, also

have the flexibility to respond to our residents’ individual needs.

I mentioned earlier that Benchmark operates assisted living communities in seven states,
each with its own set of regulations. As a multi-state operator, Benchmark has
successfully adapted our commitment to customer-centered care within each state’s
regulatory structure. The fact that states differ in the scope of their regulations does not
mean we provide a different level of quality in each state. A quality provider is a quality

provider, regardless of differences in state regulations.
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An underlying premise of our Supplemental Position is that each state will be
conscientious in its duty to protect frail and vulnerable populations. Therefore, we
can respect a state’s choice in determining how te meet the needs of its citizens in

alternative ways — thereby assuring quality without compromising acceuntability.

Admittedly, not all states have adequate budgetary resources for survey and enforcement

activities, but that problem will not be solved by uniformity of standards.

Rather, what will truly improve quality is the provider’s commitment to meet or exceed
residents’ expectations with regard to what is most important to their quality of life, And
a great way to inspire that kind of commitment is by promoting industry “best practices”

that can be applied within any state’s regulatory structure,

For years, our industry has been showcasing best practices at meetings of ALFA’s state
affiliates and at our national conference. Through ALFA’s state affiliates, we have access
to a wealth of best practice materials from every state and from every size of provider.
These best practice materials already exist and have been put to the test in real-life
circumstances by some of the most innovative providers in the business. This is the

critical piece to add to the discussion about how to improve quality.

People who understand what it really means to be customer-focused have developed the

industry’s best practices. Applying these best practices in day-to-day operations on a
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wide scale and leaving the door open to continued innovation is what will ultimately raise

the bar for quality in assisted living.

And while I am on the subject, ] would like to note that there are also best practices from
the related field of consumer-directed care that can offer important and valuable guidance
for assisted living. Many states already are pioneering programs that help people with
disabilities maintain a strong sense of independence, control, and self-determination.
They accomplish this while recognizing the state’s duty to protect vulnerable citizens and
enforce standards of accountability. Our Supplemental Position cites specific examples of

these state-run programs.

These new models of quality improvement and quality assurance strike the
appropriate balance between the state’s duty to protect residents from harm and

poor care with respect for consumer choice and autonomy.

The key word here is balance. ALFA’s advocacy for a more consumer-centered
approach to quality improvement, coupled with state flexibility, is not an argument

against the standards that are vital and necessary for residents’ health and safety.

In our view, fair consideration should also be given to how states might integrate,

substitute, or give equal weight to the role that measures of performance and consumer

satisfaction can play in improving quality of care.
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For example, one of the resident and employee survey tools we use in my company
measures our success in living our personal values. Action plans are built around the
outcomes of these surveys and can result in changes as simple as holding more
informative resident meetings, evaluating menu selections, or improving staff training to
support the philosophy of encouraging residents to do all they can for themselves
whenever possible. These surveys also let us look at ourselves as leaders, by giving
employees an opportunity to evaluate management in order to ensure that they have the
right support in serving residents every day. 1 think it is fair to say that no regulatory

body can compel you to be a better performer than your own staff feedback!

All stakeholders in assisted living must accept the challenge to think “outside the box™
and consider new ways of measuring and defining quality from the consumer’s
perspective. While there is more work to be done to fine-tune quality measurements in
consumer choice programs, these state models of consumer choice can be helpful in
our efforts to develop a regulatory system for assisted living that ultimately

incorporates the consumer’s definition and evaluation of quality.

Before | close, I want to refer back to what | said earlier in my statement — that the
industry takes our commitment to quality very seriously. Our commitment is not just in
words alone. Indicative of ALFA’s commitment to quality has been our sustained
leadership in developing educational and training materials to help providers deliver

quality care every day.
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What will be of interest to this Committee is how many of ALFA’s training materials
closely track with the topics in the Final Report of the Assisted Living Workgroup.
Attached, as an appendix to this statement, is a partial listing of the training resources

produced by ALFA University, the training arm of our association.

In summary, | want to leave this Committee with the assurance that ALFA remains
steadfast in our commitment to quality while preserving consumer choice. We are
committed to continuing our collaboration with state policymakers, consumers, and other
stakeholders to develop balanced regulatory systems that improve quality care. We
support full and complete disclosure of all terms, conditions, and costs associated with
residency in contracts. And finally, ALFA is committed to helping develop new
approaches for measuring and improving quality by focusing on what the consumer needs

and wants.

Thank you for the opportunity to present this written statement for the record. We would

be pleased to provide the Committee with additional information or answer any

questions.
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Appendix A
ALFA University was established by the Assisted Living Federation of America seven
years ago. Since then, the University has developed comprehensive assisted living
training that currently is used by over 9.500 assisted living providers nationwide and
offers national certification in many programs. The quality of the programs has been

recognized with more than 37 national and international awards for training excellence.

Many of the education and training materials from ALFA University track closely with

topics in the Final Report from the Assisted Living Workgroup:

~ Administrator Certification Course, a 47-hour self-study course, is recognized by
the National Association of Boards of Examiners.

» Consumer Education Videos, a collection, helps staff educate consumers about
assisted living; addresses the decisionmaking process a family experiences in
choosing assisted living; and offers helpful hints to families to ease the transition of
their loved ones as they move into their new home and adjust 1o new surroundings.

~ Managing Activities and Recreation Services, a certificate program, focuses on
ways to encourage family and intergenerational participation, including activities for
dementia residents,

~ Supervising Front-Line Staff features best practices for training, motivating, and
retaining staff; improving care delivery; and reducing turnover.

» End-of-Life Care in an Assisted Living Residence provides a sensitive in-service
guide to dealing effectively with the challenges and stresses felt by caregivers as they

provide end-of-life care for residents.

~ Job Descriptions provides job descriptions and responsibilities for the many different
roles of assisted living employees.

»  Emergency Planning, a manual, outlines potentially hazardous situations and
explains disaster planning and other life-saving issues.
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~ Assisted Living Policy Manual, a comprehensive two-volume set of policies and

procedures, covers all operational aspects of assisted living, including:
s Activities

Communications

Dementia care

Dining services

Emergency response

General administrative

Human resources

Infection control

Marketing and public relations

Physical environment

Quality management

Resident care

® & & & ® 9 & & o & »

» HIPAA Compliance Manual for Assisted Living Providers includes an overview
of HIPAA standards and comprehensive policies and procedures that can be used to
develop a community’s compliance program.

A%

New Employee Orientation covers everything a new staff needs to know to get
started on the right foot, including:
*  What is assisted living?
e Caregiver’s role in resident’s rights
*  What do residents need?
s  What do families of residents need?
e Your role in customer service
*  Assisting with meals
s Introduction to dining and food service
¢ Understanding nutritional requirements for residents
e Understanding fluid requirements for residents
» Caregiver Risk Reduction Training Program includes modules on aging

sensitivity; observing and reporting changes in condition; monitoring vital signs;
reducing resident falls; an introduction to Alzheimer’s disease; managing wandering
behaviors; helping residents and families understand the factors involved in making a
decision transfer from an assisted living community.

» Alzheimer’s/Dementia Care, a training program for direct caregiver staff, covers
understanding the disease; providing care for a confused resident; communication
skills for residents with Alzheimer’s Disease; managing challenging behaviors; and
supporting family members.

» OSHA and Safety Training, a set of educational materials, covers what is OSHA;

ergonomics; preventing back injuries: transferring a resident; preventing slips and
falls; infection control; kitchen safety; and creating a safe environment.

ALFA Statrement, April 29, 2003
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r Medication Training, a practical “how-t0” course, covers monitoring the resident’s
health and medication use; preparing to assist with medications; assisting with
medications; assisting the diabetic resident; reporting medication assistance; and
medication storage, disposal, and inventory.

> The Role of the Nurse in Assisted Living, a 30-hour course, includes the assisted
living philosophy and nurse care; the role of the family and resident in care decisions;
managing direct care staff; and training direct care staff.

» Activities of Daily Living, practical written guides and training videos, include real-

life examples of ways to assist residents at mealtimes, steps to take when toileting,
proper body mechanics, methods for transferring, and assisting with mouth care.

ALFA Statement, April 29, 2003
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EXECUTIVE SUMMARY

The Assisted Living Federation of America (ALFA) and the National
Association for Home Care & Hospice (NAHCH) are privileged to
respond to a call to the assisted living community by the U.S. Senate’s
Special Committee on Aging “to work together to develop proposed
recommendations for what quality assisted living should look like.” (1)

We have worked diligently with our colleagues throughout the past 18
months to achieve agreement on a set of recommendations that would
provide meaningful guidance to the states to improve the quality of
assisted living. There are recommendations within the Assisted Living
Workgroup (AL W) Report that we, as individual organizations, helped
to develop and continue to support.

On the occasion of the release of the ALW Report, we want to
summarize our commitment to ensuring quality in assisted living:

* We remain firmly committed to fostering the highest quality care
for assisted living residents.

» We support strong and effective state regulatory systems to ensure
accountability to the highest standards of care.

e We support full and complete disclosure of contractual obligations,
including all fees and costs associated with available services.

e We support efforts to improve consumer access to information to
help choose an appropriate assisted living community that will
best meet their needs.

In addition to the aforementioned commitments, we assert one
strongly held and overarching principle for ensuring quality in assisted
living:

Quality improvement in assisted living starts with consumer choice
and state flexibility.

First and foremost, consumer choice is respected when quality
standards take into account the consumer’s perspective. This includes
incorporating the consumer’s values and experiences, as well as
individual lifestyle preferences, into the definition of quality of care.

Quality
improvement in
assisted living
starts with
consumer choice
and state

flexibility.
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Respect for consumer choice is synonymous with our call for quality standards to be more
consumer-centered.

Secondly, because states have consistently proven to be effective laboratories for innovation in
assisted living, clear acknowledgment should be given that the states retain the ultimate authority
and flexibility to decide how they can best meet the intent of an appropriate recommendation.
Further, states should be encouraged to explore alternative approaches and methods to provide a
safe environment for residents while maximizing respect for their right to exercise meaningful
lifestyle choices.

As a form of long-term care, assisted living stands at a critical juncture, where decisions made in
the public and private sectors will profoundly shape its future. We believe the Senate Special
Committee on Aging has presented us with an historic opportunity to make a lasting contribution
to the national dialogue about improving quality of care and life in assisted living. In the
following pages of this Supplemental Position to the ALW Report, we detail the key points that
must be addressed to ensure the highest quality care for all consumers of assisted living.
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KEY PREMISES OF THE SUPPLEMENTAL POSITION

>

A strong national movement currently exists, creating systems of accountability that promote
and ensure quality based on consumer choice and consumer protections enforced through
appropriate state regulation.

Regulatory systems for assisted living can effectively accommodate quality standards based
on the consumer’s perspective as well as process and structure requirements. Supportive
evidence for the success of state regulations is found in numerous state-based home and
community-based programs that integrate performance measures and consumer satisfaction.

The recommended consumer-centered approach to quality improvement in assisted living,
coupled with state flexibility, does not preclude the need for specific process standards vital
to residents” health and safety.

States are conscientious in their duty to protect frail and vulnerable residents and therefore
can decide how to meet the needs of their consumers in alternative ways that assure quality
without compromising accountability.

Kev Recommendations of the Supplemental Position

»

It is recommended that states work toward developing regulatory systems integrating
measures of performance, results, and consumer satisfaction.

The consumer’s preferences should be emphasized in the definition and evaluation of the
quality of care and life in assisted living communities.

States should retain the authority and flexibility to consider a range of equally effective
approaches to meet the intent of an appropriate recommendation.
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WHAT Is QUALITY ASSISTED LIVING?

The Senate Special Committee on Aging directed the ALW to specifically address the question
of what defines quality in assisted living and to make recommendations that help ensure
consumers have consistent access to quality care regardless of the state in which they reside.

The challenge in such an undertaking consists in encompassing the multi-dimensional nature of
what defines quality. Quality must be considered not only with regard to the effectiveness,
efficiency, timeliness, and appropriateness of standard operating procedures; it also must include
the evaluation and acceptability of services and care as defined by consumers, which may include
very different priorities.

From its inception, the core principle of assisted living has been choice — respecting, preserving,
and enabling residents to exercise meaningful choice in their lives in ways that promote
independence, autonomy, and dignity. The resident in an assisted living residence must be
considered as having equal and/or shared authority, along with the state and provider, to judge
key aspects of his or her life that are beyond the capacity of the state or the provider to assess.

In practice, this means that quality standards and criteria for successful achievement must reflect
the resident’s individual perspective on quality, freedom, control, and the assurance of health and
welfare: Was the resident, in the course of receiving the appropriate procedure, satisfied with the
service? Were his or her expectations met? Does the resident feel that his or her choices are being
honored and respected?

In advocating for a regulatory system that focuses beyond process standards, we do not intend to
suggest that process standards are unimportant. Nor does describing a consumer-centered
perspective in defining quality standards exclude the prescription of structure and process standards
when outcomes are non-negotiable (e.g., life safety, infection control, food handling, etc.).

Rather, we are suggesting only that an evaluation of process standards should not be the sole
determinant of what constitutes quality care. In assisted living, where consumer choice must be
emphasized, the “what” (the result and/or performance) is often more important than the “how”
(the process or procedure that achieved a result desired by the consumer).

Results, not the methods by which the community achieved those results, must be the initial
indicator of quality. Processes should be a primary focus only when they have been validated as
essential and are, indeed, uniquely predictive of desired outcomes. In sum, regulatory systems
for assisted living should be able to accommodate quality measures based on customer
preferences as much as on standards of process and structure.
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THE IMPORTANCE OF STATE FLEXIBILITY TO QUALITY ASSISTED LIVING

The pace of change in state policy on assisted living has been
nothing short of extraordinary. Already in the first four months of
2003, over 100 bills pertaining to assisted living have been enacted
in state legislatures around the country. During the same period of
time, there has been a considerable amount of regulatory activity as
well. Notices of final rulemaking or pending rule changes have been
filed in more than 30 states.

Significant trends can be identified in arcas of consumer disclosure,
Alzheimer’s care, background checks for staff, abuse reporting
requirements, sanctions and penalties, and provisions to allow
residents to bring in additional care as needed, such as nursing care
and hospice, to supplement the services and staff of the residence.

1t is important to note that this volume of assisted living legislation
and regulatory activity is just a snapshot from the early part of 2003.
Looking back over the past three years, the volume of assisted living
reform is even more impressive. Since June 2000, 46 states have
completed or are currently working on revisions to their assisted
living regulations (2). As a result, there is a growing movement
toward greater consistency in the way assisted living is regulated at
the state level.

The point is that state policymakers, consumers, and providers have
collaborated successfully in many instances to fashion a system of
regulation that is responsive to the needs of residents and makes
sense as well for the state and the provider.

Our Supplemental Position, therefore, suggests that guidance to
states should include a suggested range of consumer-centered
alternatives to improve quality of care that each state can tailor to fit
its unique system.

The next section will highlight the importance of state flexibility
regarding health policy with analogies drawn to assisted living.

...there are
practical and
achievable steps
that states can
take, over time,
toward a more
consumer-
centered
approach for
improving quality

standards...
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B The Importance of State Flexibility to Health Policy

The importance of state flexibility with regard to health policy is best illustrated in a recent letter
from the National Governors Association on the subject of Medicaid managed care:

The proposed Medicaid managed care rule provides states with significant flexibility
while maintaining our shared commitment to quality care. ... This policy approach is not
only right for states operating Medicaid managed care programs, but for beneficiaries
and providers with whom states work at the local level to develop state-specific programs
that best fit local needs (3) .

What is striking in this letter is the call by the nation’s governors to allow states the flexibility to
design state-specific programs that best fit local needs. We strongly endorse a similar position
regarding assisted living. States and providers should be held accountable for meeting quality
goals, but we need not prescribe in minute detail the step-by-step approach that must be followed
in every instance.

An accepted premise of our Supplemental Position is that a state will be conscientious in its duty
to protect frail and vulnerable populations. Therefore, we can respect a state’s choice in
determining how to meet the needs of its consumers in alternative ways — thereby assuring
quality without compromising accountability.

To further illustrate the importance of state flexibility to health policymaking, we will offer the
another example from the new privacy rule requirements. Lastly, we will stress the critical
importance of state flexibility to preserving the role of the small assisted living provider.

] The Importance of State Flexibility to Privacy Rule Compliance

New federal regulations governing the transmission, security, and privacy of healthcare
information developed under the Health Insurance Portability and Accountability Act went into
effect in April 2003. In response to a request for public comments on the proposed level of detail
in implementation features, the U.S. Department of Health and Human Services (HHS) received
numerous comments expressing the view that security standards should not be overly
prescriptive because the speed of evolving technologies could make requirements obsolete and
might, in fact, deter technological progress. Accordingly, HHS wrote the final standards in terms
that are as generic as possible and which generally could be met through various approaches (4).
A similar conclusion could be made with respect to the ALW recommendations —- that an overly
prescriptive_approach discourages discussion of alternative and equally effective _means of
quality improvement that could stifle innovation and continued evolution of a consumer-centered

regulatory system.
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B The Importance of State Flexibility to the Small Provider

The vast majority of assisted living residences (ALRs) in this country have between 11 and 50
beds. For example, in Alabama, one-third of the licensed ALRs are 16-bed facilities. In Arizona,
there are more than 1,000 assisted living homes classified as having 10 or fewer beds. Assisted
living continues to flourish because states have been allowed to design a regulatory structure that
fill gaps in their long-term care systems and recognizes their own unique circumstances. Long-
term care policies and programs are determined in the United States by 50 separate state
governments, each with different demographics, economies and political philosophies (5)

Regulators, consumers, and providers all have a large stake in seeing that small ALRs not only
operate high-quality communities, but also are able to continue playing an important role in each
state’s long-term care system. Most small towns cannot support facilities the size of today’s
“purpose-built” communities. The challenge of preserving the few small providers that do exist
in rural areas is of particular concern. Seniors with long-term care needs might have no option
other than moving far from home to access higher-priced nursing home care.

The continuing viability of small ALRs is questionable if many of the proposed
recommendations were to be required of all providers. For example, recommendations for
relationships with clinical psychologists, medical directors, consultant pharmacists, and dietary
consultants are simply not compatible with the business plans of many small ALRs. Although
the recommendation for consultant relationships did not achieve the required votes necessary for
adoption, the fact remains that the Workgroup did not appear to fully grasp the nature of
operations for small ALRs in forming many of its recommendations.

While there may be overarching considerations for quality standards that transcend the cost of
implementation, the economic impact of a proposed rule or standard on small businesses is a
fegitimate consideration in regulatory decisionmaking. State flexibility allows states to weigh
alternative and perhaps more cost-effective approaches to meeting the intent of an ALW
recommendation, thereby preserving the viability of the small provider.
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SuPPORTIVE EVIDENCE: STATE FLEXIBILITY HAS RESULTED IN SUCCESSFUL MODELS OF
CONSUMER-CENTERED PROGRAMS

In the past decade, states have made great strides in developing a wide range of programs designed
for people with disabilities that integrate consumer choice and control within a system of
public accountability. Many states have made significant changes to licensing requirements
to become more consumer-centered without compromising safeguards designed to protect
persons receiving support (6). Policymakers now have empirical evidence to cite in support
of making consumer and family caregiver empowerment the cornerstone of quality
assurance strategies (7).

States’ interest in developing service models of consumer choice reflects a groundswell of public
support for creating systems of accountability that assure quality and value based on the choices
and preferences of the individual as well protections enforced through appropriate government
regulations (8).

This national movement toward greater consumer choice and control in home and community
based programs adds substantial weight to our call for consideration of ways states might
integrate, substitute, or give equal consideration to the role that measures of performance and
consumer satisfaction can play in improving quality of care.

Our advocacy for a more consumer-centered approach to quality improvement, coupled with
state flexibility, is not an argument against the specification of standards that are vital and
necessary for residents’ health and safety.

Clearly, process-centered standards are important and can point directly to specific areas needing
performance improvement, which is a fundamental aim of quality improvement. On the other
hand, consumer input into quality measures is equally critical in a service setting that espouses a
philosophy of care based on consumer choice, autonomy, and independence. Regulatory systems
for assisted living should be able to accommodate quality measures based on the consumer’s
perspective as well as process and structure requirements.

By looking at these state models, we can show that there are practical and achievable steps
states can take, over time, to incorporate a more consumer-centered perspective of quality
standards for the purposes of both regulatory compliance and provider-initiated programs of
continuous quality improvement.

While many of these state models have been developed under Medicaid Home and
Community-based Services Waiver programs targeted to populations of working-age adults
with disabilities, these approaches are equally applicable and transferable to residents in
assisted living communities:
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. Ceolorado’s survey tools focus on person-centered and organizational outcomes and
requiremnents that directly affect an individual’s well-being (9).

e Indiana is applying customer-oriented quality assurance strategies successfully used in
business to a state-funded long-term care program (10).

® Kansas has developed the Kansas Lifestyles Outcomes Assessment (KLOA) tool to
ensure the level of quality provided to consumers in its Home and Community-based
Services Waiver for persons with developmental disabilities. The KLOA tool assesses 10
outcomes. Five of these outcomes relate to state licensing standards. The other five
outcomes assess responsiveness to the consumer’s preferred lifestyle and the availability
and use of choice-driven supports (11).

e New Hampshire has a quality assurance component of its HCBS waiver program that
includes an adult consumer survey that seeks not only to measure the consumer’s
satisfaction with services, but also to assess his or her functional status (12).

e Minnesota has piloted a model that focuses on disclosure and informed consumer
decisionmakers. Although a traditional regulatory system covers the licensing of health-
related services in assisted living programs, this model permits great flexibility in the
types of residential settings where assisted living programs may be provided and in the
types of service packages that a provider may offer. While it is preliminary at this time,
there is interest in a consumer-driven accountability model for assisted living adapted
from one being demonstrated in a program for people who are developmentally disabled
(13).

e South Carolina has established Community Long Term Care (CLTC) Program
Standards and Indicators. As part of its program, the state conducts annual client
satisfaction surveys for CLTC-waivered service clients in all 11 service areas in the state
(14).

« Tennessee has incorporated customer satisfaction into its quality review process (15).

o  Wisconsin’s Community Options Program emphasizes a consumer-oriented definition of
quality, with a focus on respectful relationships, empowerment, and enhancement of self-
worth, community involvement, and independence (16).

e Vermont has implemented a satisfaction interview with a quarter of adult HCBS
recipients, and has mailed a satisfaction questionnaire to families of persons receiving
services (17).

While there is still more work to be done to perfect the quality measures used in consumer choice
programs, these state models can be helpful in ultimately working toward a system of continuous
quality improvement that both incorporates the consumer’s definition and evaluation of quality
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and fosters a regulatory system for assisted living best suited to fit the local needs of a state. We
must not become complacent that process-centered standards can serve as adequate
“placeholders” for measures of results and consumer satisfaction.

The states already have demonstrated their leadership in this respect. With appropriate guidance,
their pioneering efforts can lay the foundation for the consumer-focused regulatory systems that
must be constructed to provide high-quality assisted living choices for elderly Americans
nationwide.

One State’s Perspective

One state’s perspective is particularly instructive. Family Care is Wisconsin’s redesigned
system of long-term care for clderly individuals and individuals with physical or
developmental disabilities. The Wisconsin Department of Health and Family Services
(DHFS) recently undertook a multi-year initiative to measure and assure quality in the
Family Care program. In the final report of its 2001 Assessment, DHFS made the following
observation:

Traditional methods of monitoring quality focus on compliance with
standard procedures and organizational processes, and emphasize
documentation and compliance with regulations. These traditional systems
typically depend upon the judgment of professional inspectors. The result is
the identification of deficiencies leading to required plans of corrections,
and administrative sanctions that may involve threats of loss of funds or

fines.

In contrast, a focus on assessing consumer outcomes will better enable
providers to know and understand their clients as people with goals similar
to their own and will provide incentive to adapt services more creatively to
the needs of each unique individual. No longer will it be acceptable to
provide services that do no more than meet minimum licensure siandards;
providers will be expected to support the achievement of desired results for
the individuals. Knowledge about outcomes enables consumers and their
families to reject services that are ineffective, and allows policy makers to
redirect resources to programs that do a better job of improving the health
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ALW RECOMMENDATIONS AND ALTERNATIVE APPROACHES: FOCUSING ON CONSUMER
CHOICE AND STATE FLEXIBILITY

The following are a few examples of approaches that could achieve the results intended by a
particular regulatory focus without necessarily adhering to the specific processes recommended
in the ALW Report for achieving those results. It is critical that we not lim.it states in terms of
the means by which they might integrate, substitute, or give equal weight to measures of results
and consumer satisfaction in improving the quality of care and life for assisted living consumers.
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® Recommendation D.14 : Care for People with Cognitive Impairment
or Dementia

ALW Model
e ALRs are required to have certain procedures in place, including procedures for staff
training, assessment, specialized activities, designating and working with a surrogate
decisionmaker, protecting residents who wander, monitoring, and involving family
members.

Supplemental Position: Focus on Consumer Choice

We recognize and respect that residents with mild to moderate dementia can nevertheless
participate in care decisions and express lifelong values and wishes regarding the care they
currently are receiving.

However, we do not attempt to prescribe the specific procedures a state must require ALRs to
follow to serve people with cognitive impairments. We acknowledge that states must have the
flexibility to determine, in concert with other stakeholders, the most appropriate policies and
procedures to put in place.

Our recommended guidance to states and ALRs is to consider a quality monitoring component that
focuses on the perspectives of the resident and other responsible parties to look beyond the
procedures and determine whether the resident and other affected parties feel their choices are being
respected, their needs are being met, and their assessments of service quality are being sought.

Examples of suggested areas for quality monitoring could include the following:

e Does the resident communicate having opportunities to exercise lifestyle preferences
(dining, receiving visitors, activities, directing provision of services)?

o Does the resident communicate as to his or her satisfaction with the quality of care and
services?

e Is the staff willing and able to communicate with the resident and respond to his or her
preferences?

e Does the surrogate decision maker acknowledge that he or she is encouraged to be
involved in the development and implementation of the resident’s service plan?

s Do family members report having opportunities for involvement in the resident’s care?

e Does the resident acknowledge being able to make decisions about services to be
provided 1o the extent possible and the involvement of his or her family as appropriate?
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B Recommendation 0.17: Assisted Living Resident Councils

ALW Model
¢ ALRs should provide opportunities and space for Resident Councils, schedule meetings,
and encourage residents to attend meetings.

Suppiemental Position: Focus on Consumer Choice

While we in no way object to the concept of Resident Councils, the real issue at stake here is
how effectively the ALR promotes the concept of resident autonomy in the sense that resident
input into the operation and house rules of the community is valued, considered, and acted upon
as appropriate.

Our Supplemental Position recommends areas for quality monitoring to determine whether the
desired result of promoting resident autonomy is being achieved. For example:

* Do residents report having opportunities to provide input into development and
implementation of existing house rules and community decisionmaking?

* Do residents report that requested changes to rules have been accepted or acted upon by
management?

* Do residents acknowledge receiving an explanation for maintaining current policy upon
request for a change?

o Do residents acknowledge management or staff responsiveness to grievances or
complaints?

» Do residents acknowledge receiving requested clarification of existing rules?

s Do residents acknowledge being informed of community governance events (Resident
Council, committee meetings, etc.)?
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® Recommendation 0.16 : Environmental Management

ALW Model
e ALRs must be maintained in compliance with applicable federal, state, and local laws.
e Buildings and outdoor areas must maintain effective utility capacity.
» Common areas must accommodate residents using assistive devices for mobility.
» ALRs must be kept clean and free of potential hazards and hazardous substances.

Supplemental Position: Focus on Consumer Choice

The general thrust of this recommendation is that ALRs must comply with existing laws and
regulations. As such, this recommendation provides no guidance to states on how to improve
quality in assisted living.

However, the degree to which a resident feels that his or her assisted living community is a safe
and homelike residential environment is of vital importance to a resident’s perception of his or
her quality of life. Therefore, our recommended guidance to states and ALRs is to consider a
quality monitoring focus from the perspective of the resident and to examine how well the
residential environment is supporting consumer choice, autonomy, independence, and privacy.

For example:

e Does the resident acknowledge that the assisted living setting feels homelike?

e Does the resident acknowledge having opportunities to control private space:
* Food storage and preparation?
» Individual temperature control?
» Roommate provision consultation?
*  Use of personal vs. ALR furnishings in unit?
*  Modifications to unit?
= Availability of personal key to unit?

s Does the resident acknowledge availability of staff assistance to help the resident use
inaccessible public areas?
= Dining rooms, activity room, library, TV room; limitations to areas within/outside

setting due to: cognitive limitations or physical barriers (steps, doorways, etc.).

» Does the resident report a lack of access to a private phone or key to a mailbox?

o s the staff able to demonstrate knowledge regarding methods to promote a homelike
setting, address resident lifestyle preferences, and/or protect resident privacy?
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B Recommendation S. 08: Qualifications for Administrators

ALW Model

Assisted living administrators who are not qualified nursing home administrators must
complete a state-approved ALR licensure course and pass a state-approved exam.
Minimum qualifications that states must require for licensure course and examination are
specified.

The required number of continuing education hours that states must require is specified.
The time period in which states must require ALR administrators to take the examination
is specified.

The minimum education and experience levels that states must require of an individual
prior to taking the administrator examination are specified.

Supplemental Position: Focus on State Flexibility

The primary issue related to care quality is not whether the administrator has passed an
examination or has a certain college degree, but rather whether there is evidence that the
resident’s care needs are being met. States can determine this through comparison of assessed
needs with the service plan, accuracy of the resident’s existing service plan relative to observed
need, and measures of consumer satisfaction.

Absent data that correlate the ALW’s prescribed requirements with improved care quality, states
should retain the flexibility to decide the best combination of administrator requirements and
care monitoring to achieve high standards of care.
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B Recommendation: Definition of Assisted Living

One of the components for a definition of assisted living deals with a requirement that the state
must establish at least two assisted living licensure categories based on the types and severity of
the physical and mental conditions of residents.

Supplemental Position: Focus on State Flexibility

While we do not object if a state chooses, as a few states have done, 1o establish a “levels of
care” licensing system, we do take issue with the assumption that a “Jevels of care” licensing
system is intrinsic to a definition of what constitutes assisted living. States understand how to
design licensing systems for assisted living in ways that they deem most appropriate to the needs
of their citizens while being conscientious of their duty to protect frail and vulnerable residents.

Further, there is no evidence-based research showing that a “levels of care” licensing system
necessarily improves quality or affords greater protections to residents. Consumer protections
and safeguards can and do work just as effectively in other state licensing models.
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Introduction

As a result of the April 2001 hearing held by the U.S. Senate Special Committee on
Aging, committee staff members asked assisted living stakeholders to develop
recommendations designed to ensure more consistent quality in assisted living
services nationwide. The primary directive was to be inclusive and permit any
interested national organization to participate in the endeavor. Shortly thereafter, a
core group of assisted living stakeholders extended invitations to numerous national
organizations. Subsequently, the Assisted Living Workgroup formed with nearly 50
organizations representing providers, consumers, long term care and health care
professionals, regulators and accrediting bodies. Meetings on assisted living and the
development of recommendations began in Fall 2001.

The ALW identified overarching interests or principles that all topic groups were to
consider. Those interests were:

e  Quality Indicators e Facility Size

e Dementia Care o Research

e Outcome Measures e Best Practices
e Accountability o Affordability

Regulations & Legislation

Much of the ALW's early work focused on developing the rules and processes under which
the ALW would operate, including a four-stage approval process for recommendations.
After much discussion, it was decided that a two-thirds majority vote of the participating
organizations present (or through written proxy) at a full ALW meeting was necessary to
move a recommendation forward to the next stage of the ALW's four-stage approval
process. Many recommendations were significantly modified as they moved through the
development stages. Each approved recommendation was voted on at least three times by
the organizational representatives present at the full monthly ALW meetings.

The chapters in this report are organized by ALW topic group. In each chapter, both
recommendations that received a two-thirds majority vote of the ALW participating
organizations voting at the meeting and those that did not are included. Recommendations
receiving two-thirds majority support appear first in each chapter; recommendations that
did not receive two-thirds majority support follow.

Voting records are included for all approved recommendations and for those that failed in
the last stage of the ALW voting process (on the third and final vote). Recommendations
that failed earlier in the ALW process are included but do not have voting records. Finally,
it should be noted that an organization was allowed to change its initial vote on a
recommendation after the full report was compiled. However, the ALW determined that
such vote changes would not affect whether the recommendation is listed as receiving a
two-thirds majority.

The ALW also allowed participating organizations to submit supplemental positions on any
recommendation published in this report. Supplemental positions were limited to 500
words and required a minimum of two organizational signatories.
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Finally, the appendices at the end of the report include three additional resources. Many
topic groups made recommendations for operational models or best practices that have been
included as Appendix A. These recommendations were not voted on by the full ALW, but
are included for the reader’s information. Appendix B is a list of recommendations by topic
group. Appendix C is a glossary of terms used in the report.

This report was requested by the U.S. Senate Special Committee on Aging, but is intended

to be useful to a broad range of stakeholders, including:

« policymakers at the federal and state levels;

e agencies at the federal and state levels that are involved in service delivery, regulation,
quality monitoring and enforcement, and providing public subsidies;

e consumers and their families;

o assisted living providers;

¢ health and long term care professionals, such as nurses, medical directors, pharmacists,
social workers, activity directors, nutritionists, etc.;

s insurers, both public and private;

e financiers, both public¢ and private; and

e public policy researchers.

Contact Information

Far further information about the ALW, please check the Web site, alworkgroup.org, or
send an e-mail with questions to info@alworkgroup.org. Written inquiries can be addressed
to Assisted Living Workgroup, 2519 Connecticut Avenue, NW, Washington, DC 20008,

April 2003



118

Assisted Living Workgroup Report to the U.S. Senate Special Committee on Aging

Topic Group Recommendations

Definition and Core Principles

In its August 15, 2002 letter to the ALW Steering Committee, the Senate Special
Committee on Aging emphasized the importance of the ALW developing a uniform
definition of assisted living that would “provide consumers a clear understanding of what
kinds of services they should expect in assisted living.” The letter reiterated that the
“Committee members’ primary goal is that the consumer knows what he/she is getting
when signing a contract to enter an assisted living facility. Further, the letter specified:
“the Committee expects the definition the Workgroup ultimately chooses to have sufficient
detail to ensure that those facilities that are not providing a minimal level of service do not
receive the classification ‘assisted living.”

With the Senate Committee on Aging letter as a guide, the ALW focused its attention on
agreeing to a consumer-oriented, consumer-friendly definition of assisted living, rather
than a more technical definition targeted to an audience of state regulatory or licensing
agencies.

The challenge to the ALW in crafting a consumer-friendly definition was this: how to
incorporate into the consumer-friendly definition elements that many in the ALW felt were
important to assuring quality and raising the bar in assisted living. Such elements ranged
from issues around private rooms to issues of levels of service and requirements for state
licensing. The ALW was unable to craft a single definition that was supported in full by 2/3
of the participating organizations

To address this challenge, the ALW chose to develop a multi-faceted definition of assisted
living, targeted to the consumer that includes supplemental elements that some in the
ALW felt were critical to a definition that would ensure quality in assisted living. The ALW
participating organizations were then offered the option of approving each of the elements
separately or in various combinations.

April 2003
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Definition of Assisted Living

Part A: Services and Regulation
Assisted living is a state regulated and monitored residential long-term care option.
Assisted living provides or coordinates oversight and services to meet the residents’
individualized scheduled needs, based on the residents’ assessments and service plans
and their unscheduled needs as they arise.

Services that are required by state law and regulation to be provided or coordinated
must include but are not limited to:

e 24-hour awake staff to provide oversight and meet scheduled and unscheduled needs
e Provision and oversight of personal and supportive services (assistance with
activities of daily living and instrumental activities of daily living)

Health related services (e.g. medication management services)

Social services

Recreational activities

Meals

Housekeeping and laundry

Transportation

o o s s 0 0

A resident has the right to make choices and receive services in a way that will promote
the resident’s dignity, autonomy, independence, and quality of life. These services are
disclosed and agreed to in the contract between the provider and resident. Assisted
living does not generally provide ongoing, 24-hour skilled nursing.

Rationale
Assisted living is distinguished from other residential long term care options by the
types of services that it is licensed to perform in accordance with a philosophy of service
delivery that is designed to maximize individual choice, dignity, autonomy,
independence, and quality of life. The definition includes core services that must be
offered by any assisted living residence. Many of the recommendations that follow
provide more specificity as to what services should be offered and how they should be
monitored by state regulatory agencies.

Within the range of what residences are licensed to provide and state regulations
regarding what services must be provided, providers and residents* must agree on
individual service packages. The recommendations that follow also provide more
specificity about how contracts and service plans should be developed with residents* in
a manner that is respectful of their preferences and fully discloses the terms, costs, and
implications of the residents™ (see definition in Appendix C, Glossary) choices with
regard to services.

Voting Record for Part A
1) Organizations Supporting Part A Without Qualification
Alzheimer’s Association, American Academy of Home Care Physicians, American Assisted
Living Nurses Association, American Association of Homes and Services for the Aging,
American Seniors Housing Association, American Society of Consultant Pharmacists,
Catholic Health Association, Consultant Dieticians in Healthcare Facilities, Consumer
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2)

3)

4

5)

6)

Consortium on Assisted Living, Joint Commission on Accreditation of Health Care
Organizations, NCB Coming Home Program, National Adult Family Care Organization,
National Association of Activity Professionals, National Association of Social Workers,
National Center for Assisted Living, National Hospice and Palliative Care Organization,
National Multiple Sclerosis Association, Pioneer Network

Organizations Supporting Part A Only With Part B
AARP, National Association of Professional Geriatric Care Managers

Organizations Supporting Part A Only With Part C
American Medical Directors Association

Organizations Supporting Part A Only With Parts B& C
National Academy of Elder Law Attorneys

Organizations Opposed to Part A

Assisted Living Federation of America, Association of Health Facility Survey Agencies,
Center for Medicare Advocacy, National Association for Regulatory Administration, National
Association of Local Long Term Care Ombudsmen, National Association of State
Ombudsman Programs, National Citizens’ Coalition for Nursing Home Reform, National
Committee to Preserve Social Security and Medicare, National Network of Career Nursing
Assistants, National Senior Citizens Law Center

Organizations Abstaining From Voting on Part A
American Occupational Therapy Association

Part B: Private Units
Assisted living units are private occupancy and shared only by the choice of residents
(for example, by spouses, partners, or friends).

Rationale
The requirement for private occupancy units is essential to operationalizing the assisted
living philosophy. Dignity, autonomy and independence will not be achievable without
private personal space that is controlled by the resident. Quality of life in assisted
living will be greatly diminished without dignity, autonomy, and independence.
Assisted living (a residential setting for person with physical and cognitive disabilities)
should mirror the current environmental standards for subsidized independent senior
housing; i.e., people should not give up the right to privacy simply because they need
services for a disability.

Voting Record for Part B

n

2)

3)

Organizations Supporting Part B Without Qualification

AARP, American Academy of Home Care Physicians, NCB Coming Home Program, National
Association of Activity Professionals, National Association of Social Workers, Consultant
Dieticians in Healthcare Facilities, National Senior Citizens Law Center

Organizations Supporting Part B Only With Part A

American Association of Homes and Services for the Aging, Consumer Consortium on
Assisted Living, National Adult Family Care Organization, National Association of
Professional Geriatric Care Managers, National Center for Assisted Living

Organizations Supporting Part B Only With Part C
Center for Medicare Advocacy, National Association of Local Long Term Care Ombudsman,
National Association of State Ombudsman Programs, National Citizens’ Coalition for
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Nursing Home Reform, National Committee to Preserve Social Security and Medicare,
National Network of Career Nursing Assistants

4) Organizations Supporting Part B Only With Parts A& C
National Academy of Elder Law Attorneys

5) Organizations Opposed to Part B
American Medical Directors Association, American Seniors Housing Association, American
Society of Consultant Pharmacists, Assisted Living Federation of America, Association of
Health Facility Survey Agencies, National Association for Regulatory Administration,
Catholic Health Association, National Hospice and Palliative Care Organization

6) Organizations Abstaining From Voting on Part B
Alzheimer’s Association, American Assisted Living Nurses Association, American
Occupational Therapy Association, Joint Commission on Accreditation of Health Care
Organizations, National Association of Local Long Term Care Ombudsmen, National
Association of State Ombudsman Programs, National Multiple Sclerosis Association, Pioneer
Network

Part C: Levels of Care
A state must establish at least two assisted living licensure categories, based on the
types and severity of the physical and mental conditions of residents that the assisted
living residence is prepared to accommodate. The licensure category shall determine
licensure requirements relating to important concerns such as staffing levels and
qualifications, special care or services, participation by health care professionals, and
fire safety.

Rationale
Licensure categories are necessary because currently there is great divergence in the
level of services available within assisted living residences. Some assisted living
residences provide no more than limited assistance with routine activities of daily
living. At the other end of the continuum, some assisted living residences serve
residents with significant needs and make available health care services that are almost
comparable to those found in nursing facilities. If only one category is used, either the
licensure standards are too onerous for those assisted living residences providing a
relatively low level of service, or more commonly, the licensure standards fall to a lowest
common denominator that is inadequate to protect the residents who have significant
health care needs.

Licensure categories benefit assisted living residences by allowing them to limit their
services by licensing at a lower level, or to offer a full range of services from low to high
by licensing at a higher level (which still gives the facilities the capacity to serve
residents with fewer needs). Licensure categories benefit consumers by providing them
with lower cost options as well as options that can accommodate increased future care
needs, and by giving consumers clear information on what a facility is required by law
to do or is prohibited by law from doing.

Voting Record for Part C
1) Organizations Supporting Part C Without Qualification
American Academy of Home Care Physicians, Association of Health Facility Survey
Agencies, Center for Medicare Advocacy, Consultant Dieticians in Healthcare Facilities,
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2)

3

~

4)

5)

]

National Association of Activity Professionals, National Association for Regulatory
Administration, National Association of Local Long Term Care Ombudsmen, National
Association of State Ombudsman Programs, National Citizens' Coalition for Nursing Home
Reform, National Committee to Preserve Social Security and Medicare, National Network of
Career Nursing Assistants, National Senior Citizens Law Center

Organizations Supporting Part C Only With Part A
American Medical Directors Association

Organizations Supporting Part C Only With Part B
National Association of Local Long Term Care Ombudsman, National Association of State
Ombudsman Programs

Organizations Supporting Part C Only With Parts A& B
National Academy of Elder Law Attorneys :

Organizations Opposed to Part C

AARP, American Association of Homes and Services for the Aging, American Seniors
Housing Association, American Society of Consultant Pharmacists, Assisted Living
Federation of America, Catholic Health Association, Consumer Consortium on Assisted
Living, NCB Coming Home Program, National Center for Assisted Living, National Multiple
Sclerosis Association

Organizations Abstaining From Voting on Part C

Alzheimer’s Association, American Assisted Living Nurses Association, American
Occupational Therapy Association, Joint Commission on Accreditation of Health Care
Organizations, National Adult Family Care Organization, National Association of Social
Workers, National Hospice and Palliative Care Organization, Pioneer Network

Voting Summary for Definition of Assisted Living

Vote Definition Part

Part A Part B Part C
Support without qualification 18 7 11
Support only with Part A n/a 5 1
Support only with Part B 2 n/a 2
Support only with Part C 1 6 n/a
Support only with other two parts | 1 1 1
Oppose 10 8 10
Abstain 1 8 8
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Supplemental Position on Parts A, B, and C

1) The undersigned strongly support Parts A and B of the definition and support an
alternative version of Part C. We feel that Part A, together with the recommendation
on the principle of assisted living, describe the unique model of care that assisted living
provides, including essential service components as well as focusing on consumer
independence and dignity. The requirements in Part A clearly raise the bar for what
qualifies as assisted living currently and bring it into alignment with the goal of
providing the services consumers need in a way that they can control, to the maximum
extent possible.

Part B, the requirement for private occupancy units in assisted living, is critical to
realizing the goals of assisted living — resident control, autonomy, and dignity.

Part C, as currently written, requires a state to license two or more assisted living
licensure categories. We do not think that licensed levels of care within an assisted
living eategory is helpful to a consumer’s understanding of assisted living and may
even be detrimental by requiring discharges and transfers from lower to higher levels
of care. As an alternative, we recommend that a state develop or maintain the separate
categories of care that they likely already have (e.g., board and care, residential care,
group adult foster care, skilled nursing) to allow existing and new models of care and
housing types to be developed as needed for various groups’ needs and preferences. We
believe that assisted living should be established as a discrete licensing category, as
defined in Parts A & B, with a regulatory system designed to: 1) support its unique
philosophy and mission, 2) implement minimum standards, and 3) allow a flexible
approach to service levels, within the established parameters, to allow residents and
providers to increase and decrease services to meet the needs of their current or target
residents. We feel that the recommendations in the report support this approach to
licensing assisted living.

AARP, American Association of Homes and Services for the Aging, NCB Development
Corporation, Consumer Consortium on Assisted Living, Paralyzed Veterans of America

Supplemental Positions on Part A

1) We oppose Part A of the assisted living definition. Part A fails to meet the primary
request of the U.S. Senate Special Committee on Aging — that a definition “offer
consumers a satisfactory understanding of what services they will be guaranteed
should they choose to live in an assisted living facility.” (Letter From Senate Special
Committee on Aging to Assisted Living Workgroup, August 15, 2002) Although Part A
intimates that assisted living provides a comprehensive level of service, Part A and
other report recommendations actually guarantee relatively little.

We believe that a regulatory system ~ including a regulatory definition of “assisted
living” -- must set forth clearly the types of services that must be provided. Consumers
deserve a definition of “assisted living” that has real meaning.

By contrast, Part A relies on a model in which a resident’s right to services is defined
almost exclusively by the facility’s admission contract. We emphatically reject this
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model. In almost all instances, an admission contract is a form contract signed by the
resident or the resident’s representative. For many, entry to assisted living occurs
during an unsettled and stressful time.

The pivotal question is whether a resident receives health care services in an assisted
living residence. Part A states only that an assisted living residence provides “[h]ealth
related services (e.g. medication management services).” But “health related services”
is never defined, and “medication management” is a limited service: as defined in the
report’s glossary, medication management “filnvolves storing medication, opening
medications for a resident, reminding residents to take medication and other assistance
not involving the adminisiration of medications” (Emphasis added.)

Although requiring little or nothing in health care capability, Part A nonetheless
defines “assisted living” to include facilities that provide significant levels of health
care. The only health care limitation in Part A is a statement that assisted living does
not provide “on-going, 24-hour skilled nursing,” and even this limitation is accompanied
by the qualifier that assisted living “generally” does not provide such care.

The end result of Part A is total confusion as to what kind of health care might be
provided in an assisted living residence. Under Part A’s definition, an assisted living
residence might not be capable of administering medication or, on the other hand,
might be prepared to provide extensive nursing care including, on certain occasions,
“ongoing, 24-hour skilled nursing.”

Part A’s reference to “scheduled and unscheduled needs” does not clarify the health
care services provided, because an assisted living residence as defined could be unable
to meet many resident health care needs, either scheduled or unscheduled. Similarly
unhelpful is Part A’s reference to a resident’s “right to make choices and receive
services in a way that will promote the resident’s dignity, autonomy, independence, and
quality of life.” Without specifics, this feel-good language does nothing to inform a
consumer as to the services that he or she can rely upon in an assisted living residence.

Association of Health Facility Survey Agencies, Center for Medicare Aduvocacy,
National Association for Regulatory Administration, National Citizens’ Coalition
for Nursing Home Reform, National Committee to Preserve Social Security and
Medicare, National Senior Citizens Law Center

2) We dissent. The fundamental essence of assisted living is consumer choice. Further,
state regulatory scenarios must incorporate the necessary flexibility that addresses
these consumer needs and preferences for long-term care. By discussing only specific
services and offerings, this component of the proposed definition overlooks one
essential—and often overlooked—aspeet: Assisted living is a philosophy of care.

This philosophy embraces the need to:
« Foster resident independence,
o Promote the individuality of each resident, and
« Nurture each resident’s spirit.
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Further, vital resident issues such as the preservation of resident privaey, choice, and
dignity cannot be mandated—or even addressed—by specific service requirements.
Rather, these key concepts must be recognized at the outset as being an integral part of
the consumer-centered nature of assisted living.

Assisted Living Federation of America, National Association for Home Care

Supplemental Positions on Part B

1) We concur with Part B of the definition primarily because we strongly support the
goal of giving all people requiring residential long-term care services the option of
residing in private quarters. However, our concurrence is not free of serious concerns
about the difficulties of pursuing that goal through the vehicle of a definition.
Definitions steer regulatory policy.

Two competing and contradictory trends that are difficult to reconcile are at play.
First, the vast majority of residences being built as assisted living have private units.
If private units are the norm for new construction, then non-private units in existing
facilities could be grandfathered as assisted living. Second, however, some states have
renamed all residential living "assisted living." In these states, private units are not
required.

Our primary concern is assuring that regulations are based on the needs of the
individuals receiving services and the types of services they are provided. We do not
want to encourage different rules for different residential long-term care facilities,
based on the wealth of the residents.

Association of Health Facility Survey Agencies, Center for Medicare Advocacy,
National Association for Regulatory Administration, National Citizens’ Coalition
for Nursing Home Reform, National Committee to Preserve Social Security and
Medicare, National Network of Career Nursing Assistants

2) We dissent. The Assisted Living Workgroup could not reach agreement on whether
a definition of assisted living should include a requirement that private units must be
required in assisted living settings as part of state minimum standards.

While we agree that residents should have the right to choose whether to share a room
or not, that choice is eliminated with regulatory language that requires private units.
In effect, such language would require providers to build all private units in case no
potential residents choose to share a room. Regulatory language needs to state that
shared units are permissible in order to give providers the flexibility to respond to
marketplace factors that gives consumers more options rather than less.

The rational for the proposed language asserts that resident dignity, autonomy and
independence will not be achievable without private personal space that is controlled
by the resident. The proponents of the proposed language are making a statement
concerning their knowledge of how a resident’s quality of care and quality of life is
affected without the benefit of asking residents who currently share units as to
whether they agree with the statements that are being made on their behalf.
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Quantifying how the values of dignity, independence and autonomy are achieved in the
eyes of a resident in assisted living is a multi-faceted and complex undertaking. It is
not reducible to a single assertion that the operationalizing of these values in the eyes
of a consumer hinges on a requirement for private units. Dignity, independence and
autonomy can be operationalized in a variety of choices made each day by the resident,
even in ALRs where the resident shares a unit.

Assisted Living Federation of America, Jaint Commission for Accreditation of
Health Care Organizations, National Association for Home Care

Supplemental Positions on Part C

1) We dissent. The rationale for why a state must require two levels of assisted living
licensure categories has no basis in fact related to improving quality of care in assisted
living.

No evidence is offered to support the statement that a state that has only one licensure
category that the licensure standards are too onerous for ALRs providing a relatively
low level of service or that the licensure standards will be inadequate to protect
residents who have significant health care needs.

No evidence is offered to support the statement that levels of licensure offer a more
affordable option to consumers. Issues surrounding what makes assisted living more
affordable to consumers are considerably more complex and intertwined with public
policy decisions affecting housing subsidies and services subsidies than this rationale
acknowledges.

Finally, no evidence is offered to support the statement that levels of licensure provides
consumers with clearer information on what the ALR is required by law to provide.

Assisted Living Federation of America, Joint Commission on Accreditation of
Health Care Organizations, National Association for Home Care
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Core Principles

These core principles of assisted living should be reflected in the setting’s mission
statement, culture, policies, and procedures:

1) To create a residential environment that actively supports and promotes each
resident’s quality of life, right to privacy, choice, dignity, and independence as
defined by that resident.

2

pad

To offer quality supportive services, individualized for each resident and developed
collaboratively with the ALR.

3) To provide resident-centered services with an emphasis on the particular needs of
the individual and his/her choice of lifestyle incorporating creativity, variety, and
innovation.

4
5

=

To support the resident’s decision-making control to the maximum extent possible.

el

To foster a social climate that allows the resident to develop and maintain
relationships within the ALR and in community-at-large.

6

R4

To make full consumer disclosure, including what services will be offered and their
associated costs, before move in and throughout the resident’s stay.

7) To minimize the need to move.
8

R

To foster a culture that provides a quality environment for the residents, families,
staff, volunteers, and community-at-large.

Organizations Supporting the Core Principles

AARP, Alzheimer's Association, American Assisted Living Nurses Association,
American Association of Homes and Services for the Aging, American College of Health
Care Administrators, American Medical Directors Association, American Seniors
Housing Association, American Society of Consultant Pharmacists, Catholic Health
Association, Consultant Dieticians in Health Care Facilities, Consumers Consortium on
Assisted Living, Joint Commission on Accreditation of Health Care Organizations, NCB
Development Corporation, National Association of Activity Professionals, National
Association of Professional Geriatric Care Managers, National Center for Assisted
Living, National Conference of Gerentological Nurse Practitioners, National Hospice
and Palliative Care Organizations, National Multiple Sclerosis Society, Pioneer
Network

Organizations Opposed to the Core Principles

Association of Heath Facility Survey Agencies, Center for Medicare Advocacy, National
Association for Regulatory Administration, National Association of State Ombudsman
Programs, National Citizens' Coalition for Nursing Home Reform, National Committee
to Preserve Social Security and Medicare, National Senior Citizens Law Center

Organizations Abstaining from a Vote on the Core Principles

Assisted Living Federation of America, National Academy of Elder Law Attorneys,
National Association of Local Long Term Care Ombudsmen, National Network of
Career Nursing Assistants
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Supplemental Position on Core Principles

1) We dissent. While the core principles adopted may be appropriate to inspire assisted
living staff members, the core principles contribute nothing to the discussion in the
ALW report. At best, the core principles are aspiration statements. They are
marketing principles that do not reflect actual practice in many assisted living
residences. Moreover, the core principles do not distinguish assisted living from other
health care settings. They describe neither the assisted living industry today, nor the
recommendations that follow in this document.

The core principles misleadingly promise more than the recommendations deliver. For
example, a purported core principle is “minimize[ing] the need to move.” Yet the
majority recommendations allow an assisted living residence to force eviction simply by
refusing to provide a service that the resident needs, even though the residence could
provide that service under its license. (See our dissent to D.04) Also, under the
majority recommendations, an assisted living residence can force eviction by refusing to
accept Medicaid reimbursement, even though the residence has Medicaid certification,
and even though the resident has become Medicaid eligible by spending his or her life
savings for care at the assisted living residence. We proposed requiring that a
Medicaid-certified assisted living residence accept available Medicaid reimbursement,
but our proposal was voted down. (See our opposition to failed recommendation R.20)

We believe the core principles are misleading. They should not have been included in
the report.

Association of Health Facility Survey Agencies, Center for Medicare Advocacy,
National Association for Regulatory Administration, National Citizens'
Coalition for Nursing Home Reform, National Committee to Preserve Social
Security and Medicare, National Network of Career Nursing Assistants,
National Senior Citizens Law Center
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Topic Group Recommendations
Adopted by 2/3 Majority of the ALW

Accountability & Oversight

Purpose
The Accountability & Oversight Topic Group developed recommendations for regulatory
systems designed to provide oversight to assisted living residences.

Issues

The group worked on two primary issues: 1) developing regulatory system guidelines for
states and 2) establishing a mechanism to develop outcome measures and quality
improvement methods that can be integrated with traditional systems to provide state-of-
the-art measurement systems to ensure consumer safety and satisfaction. Related to the
goal of providing guidance regarding current regulatory systems, the topic group made
recommendations in the following areas: components of a state accountability and oversight
system; state-level assisted living stakeholder groups; consumer reports; licensure of
assisted living; supply constraints; pre-licensure review; funding for long-term care
ombudsmen; and public access to statutes, regulations, survey and inspection reports.

To develop valid outcome measures and improved quality improvement systems, the topic
group made recommendations to create a National Center for Excellence in Assisted Living
(CEAL), including the tasks to be undertaken by that entity. CEAL would be an on-going
effort at the nationa!l level to review, research, evaluate and validate methods that will
promote quality in assisted living. An additional recommendation made by the topic group
is the creation of state-based assisted living workgroups, comprised of assisted living
stakeholders, that evaluates the final recommendations of the national assisted living
workgroup from the viewpoint of each particular state.

Participants
This topic group was co-chaired by Lyn Bentley of the National Center for Assisted Living
and Rick Harris of the Association of Health Facility Survey Agencies.

Topic group participants included Doug Pace of the American Association of Homes and
Services for the Aging, Paul Willging and Ed Sheehy of the Assisted Living Federation of
America, Karen Love and Jackie Pinkowitz of the Consumer Consortium on Assisted
Living, Marianna Grachek of the Joint Commission on the Accreditation of Healthcare
Organizations, Donna Lenhoff and Christopher Havins of the National Citizens’ Coalition
for Nursing Home Reform, Dorothy Northrop of the National Multiple Sclerosis Society,
Toby Edelman of the Center for Medicare Advocacy, Don Redfoot of AARP, Bill Reynolds of
the Pioneer Network, Carolynne H. Stevens of the National Association for Regulatory
Administration, Robert Jenkens of the NCB Development Corporation’s Coming Home
Program, Josh Allen of the American Assisted Living Nurses Association, Janet Kreizman
and Meg LaPorte of the American Medical Directors Association, and Nancy Coleman of the
American Bar Association’s Commission on Law & Aging.
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Accountability and Oversight

AQ.01 Center for Exeellence in Assisted Living

Recommendation

A national Center for Excellence in Assisted Living (CEAL) should be formed and funded
to continue the work of the Assisted Living Workgroup and serve as an ongoing
information clearinghouse and shall include a governing board comprised of key
stakeholders.

The CEAL should foster and develop the following: 1) performance measures, including
measures of clinical outcomes, functional outcomes, staff and resident* satisfaction; 2)
updated versions of the ALW recommendations and report; 3) dissemination of these tools
that are developed; 4) practice protocols to deal with identified problem areas. The CEAL
should also develop capacity to provide technical assistance to states, at their request, for
integration of outcome measures and the ALW recommendations; identify and promote
areas for research AL; and utilizing objective quality measures and data, provide a regular
report to Congress and the nation regarding the state of the assisted living industry.

An additional role of the CEAL is to develop a means of reporting quality information
about ALRs in ways that are useful to various constituents.

The governing board of the CEAL should include balanced representation ensuring no one
group dominates the board. The groups represented should include: 1) consumers and
their advocates, 2) providers, 3) state officials, 4) other professionals working in long term
care.

Implementation
Guideline for Federal Policy

Rationale

Promoting quality in assisted living requires developing better information tools for all
constituents—to foster autonomy for consumers, innovation among providers, and
informed decision-making among government officials.

Consumers: Consumers and their families considering assisted living need information
about quality that would allow them to make informed choices among alternatives. Those
consumers who live in assisted living need a mechanism to express their satisfaction or
dissatisfaction in ways that feed into management practices, state enforcement, and
quality reports for other potential consumers.

Supervisory and Direct Care Staff: Quality services are a function of able and committed
staff. Staff satisfaction and retention of staff are vital to the continuity of services.
Supervisory and direct care staff should be consulted on structure and performance
measures and process considerations, including staff scheduling, the appropriateness of
workload standards, the availability of supplies and equipment, continuing education for
staff.

Providers: Providers shall focus on quality outcomes in their day to day management and
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Accountability and Oversight

operations. Outcomes measures developed by the CEAL should be useful to providers in
evaluating their performance and identifying areas for improvement. Practice protocols
could help providers develop more effective interventions in problem areas.

State Enforcement Agencies: States have the primary responsibility for overseeing quality
and enforcing minimum standards for assisted living. The CEAL would have
responsibility for updating the guidelines for states on minimum standards. Over time,
the effectiveness of these standards should be measured against outcomes measures
validated by the CEAL. Quality indicators may be one type of outcomes measure that the
CEAL could validate for use by state regulators to ensure more continuous monitoring and
more timely and effective interventions.

State and Federal Funding Agencies: State and federal governments have shown
increasing interest in providing public reimbursements to assisted living, especially
through the Medicaid program and various housing programs. Outcomes measures and
the guidelines for state minimum standards should provide benchmarks to evaluate state
efforts to assure quality——making sure that increased federal funding is used appropriately.

State and Federal Elected Officials: Members of Congress and state legislators have a
responsibility to oversee assisted living and to develop policies affecting the industry. An
annual report on the state of quality identifying areas for policy development would help
policy decision-makers do their jobs, based on accurate and timely information. The CEAL
could serve as an ongoing source of information on quality issues for elected officials as
well as other constituents,

Governing Board: Broad acceptance of the recommendations of the CEAL will require
broad and balanced representation on the governing board. Further, the governing board
should be an independent decision-making entity rather than affiliated with a
governmental body.

Funding by Congress: The independence of the CEAL will be critical to its credibility.
Congressional funding of the core operations of the CEAL would enable the organization to
begin offering services sooner and would help guarantee the independence of the
organization. The CEAL may, with approval of its board, seek other funding to sponsor
research, help disseminate information, and carry out other functions that it may identify.

Organizations Supporting This Recommendation
AARP, Alzheimer's Association, American Assisted Living Nurses Association, American
Association of Homes and Services for the Aging, American College of Health Care Administrators,
Assisted Living Federation of America, American Medical Directors Association, Catholic Health
Association of the United States, Consumer Consortium on Assisted Living, Joint Commission on
Accreditation of Health Care Organizations, National Multiple Sclerosis Society, NCB Development
Corporation, National Association of Activity Professionals, National Association of Home Care,
National Association of Professional Geriatric Care Managers, National Association of Social
Workers, National Adult Family Care Organization, Pioneer Network

Organizations Opposing This Recommendation
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Accountability and Oversight

American Seniors Housing Association, Association of Health Facility Survey Agencies, Center for
Medicare Advocacy, National Academy of Elder Law Attorneys, National Association for Regulatory
Administration, National Association of Local Long Term Care Ombudsmen, National Association of
State Ombudsman Programs, National Center for Assisted Living, National Citizens' Coalition for
Nursing Home Reform, National Senior Citizens Law Center, National Committee to Preserve Social
Security and Medicare, National Senior Citizens Law Center

Organizations Abstaining From the Vote on This Recommendation
None

lSupplementaI Positions for AO.01

1) We dissent. This recommendation would establish a private group to perform many functions
that are now tasked to public regulatory agencies. We oppose this recommendation because its full
implementation would transfer a government funetion to a private organization with a nebulous
governing structure.

The recommendation also would allow the CEAL to solicit contributions for its work, but has no
requirements prohibiting conflicts of interest. The provider community would clearly be in a
position to make contributions, thus directing the areas of research and potentially affecting
research outcomes.

Association of Health Factlity Survey Agencies, Center for Medicare Advocacy,
National Association for Regulatory Administration, National Association of Local
Long Term Care Ombudsmen, National Association of State Ombudsman Programs,
National Citizens' Coalition for Nursing Home Reform, National Committee to
Preserve S